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NOTE 


The names of people mentioned in the personal cases studies in this book 


have been changed, unless the persons concerned requested that theif 
actual names be used. = 


1. Introduction 


This book describes the pioneering 
work of seven Indian non-governmental 
organisations (NGOs) in response to the 
HIV epidemic in India. These are by no 
means the only Indian NGOs doing 
innovative work in this field, but 
programmes of this kind are still the 
exception rather than the rule. 

Most Indian NGOs do not yet give a 
high priority to HIV and AIDS. Perhaps 
this is not surprising. India has many huge, 
seemingly intractable health problems. 
Diseases such as malaria, malnutrition, 
diarrhoea and pneumonia claim the lives 
of millions every year, especially of young 
children. Among adults, TB is still a major 
killer disease. The HIV epidemic, by 
contrast, is still virtually invisible. At the 
current early stage of the epidemic in India, 
the numbers of people who have tested 
HIV-positive or who have clinical 
symptoms of AIDS are still very small. 

Most Indian NGOs — including most of 
those described in this book — have had 


little or no direct contact with people living 
with HIV or AIDS. Many NGOs view 
AIDS programmes with some scepticism, 
or even as a diversion from health and 
development issues which seem to be 
more important. NGOs that have made 
AIDS a priority concern are sometimes 
criticised for pandering to the whims and 
fashions of foreign donors and 
international agencies. 

There are powerful reasons, however, 
for Indian NGOs to make HIV and AIDS 
awareness and prevention an integral part 
of their activities; and within the near 
future, there will also be an urgent need 
for NGOs to provide care and support to 
people with AIDS and their families. This 
book demonstrates how seven Indian 
NGOs in five States have successfully 
integrated HIV/AIDS into their work. In 
so doing, they are not only broadening the 
front against the HIV epidemic, but are 
also making an important contribution to 
the development process itself. 


2. The Country 


Stretching in a diamond shape from the 
snowy Himalayas to the warm waters of 
the Indian Ocean, India is the world’s 
seventh largest country and the second 
most populous. It occupies a strategic 
position in South Asia, sharing land 
borders with several other countries: 
Pakistan in the West; China, Nepal and 
Bhutan in the North; and Bangladesh and 
Myanmar (Burma) in the East. 

Home to nearly 900 million people, 
India has 18 official languages and over 
1,600 spoken dialects. Over 80% of 
Indians follow the 
Hindu religion and 
about 10% are 
Moslems; the rest of 
the population are 
Christians, Sikhs, 
Buddhists, Jains or 
Parsis. 

India is_ the 
world’s largest 
democracy, with a 
federal system of 
government. The 
central government 
is located in the 
capital city of New 
Delhi, but respon- 
sibility for key areas 
such as_ health, 
education and trans- 
port rests mainly 
with the govern- 
ments of the 25 States. The country is 
criss-crossed by a vast network of roads 
and railway lines, facilitating the 
movement of people and goods to and 
from every corner of the country. 

Since achieving independence from 
Britain in 1947, India has become self- 
sufficient in food and has experienced 
considerable industrial growth. The 
country’s main exports are tea, coffee, fish. 
iron and steel, machinery, transport 
equipment, leather goods, textiles. 
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clothing, polished diamonds and 
handicrafts. Economic reforms in recent 
years have boosted exports, foreign trade 
and investment, resulting in a sharp rise 
in incomes, mainly among the country’s 
middle and upper socio-economic groups. 
Despite these achievements, average 
GNP per person is still only $310. Adult 
literacy is a modest 62%, and among 
women only 34% can read and write. 
Radio is the most widespread medium of 
mass communication, but television also 
has a huge outreach and the cinema is 
enormously popular. 
The print media reach 
over 200 million 
people, mostly in 
towns and cities. 


Non- 
governmental 
organisations 
Among India’s 
greatest assets are its 
many non-govern- 
mental organisations 
(NGOs) involved in 
promoting health, 
development, edu- 
cation and social 
welfare. The social 
reform movements 
which began to 
challenge feudalism 
in the late 19th 
century were followed, in the 1920s and 
30s, by the independence movement 
inspired by Mahatma Gandhi and his 
philosophy of self-reliance, non-violence 
and non-discrimination. In the 1950s and 
60s a new generation of Gandhian-inspired 
NGOs arose, often in response to 
emergencies such as droughts and floods: 
many continued to work with communities 
on health and development programmes. 
The early 1970s saw the rise of another 
wave of NGOs, generally known as ‘social 


Calcutta, 


YVANVAW 


SL 


generating schemes. 


action groups’. Starting with an analysis 
of the local socio-economic and political 
situation, these groups — usually small and 
highly localised — help the poor and 
disadvantaged to form their own organ- 
isations to work for their legal rights. 
These rights include, for example, mini- 
mum wages, the liberation of bonded 
labour, the protection of their environment 
and their entitlement to land rights, bank 
loans, education, health care, and food for 
work schemes in times of drought. 
Women’s organisations form a 
distinctive strand within the social action 
group movement. They have taken the 
lead in campaigns against sexual abuse, 
the dowry system and violence against 
women. Many also provide health 
services for women, and help women 
achieve a measure of independence 
through vocational training and income 
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Many women’s organisations help their members through training and income 


generating schemes. 

Alongside these NGOs and community 
groups are many traditional charities 
which make grants for social causes or 
directly provide services such as schools, 
hospitals, orphanages and homes for 
people with disabilities. 

More recently, so-called ‘intermediary’ 
or ‘support’ NGOs have begun providing 
those working at grassroots level with 
training, research, evaluation, docu- 
mentation and opportunities for 
networking with one another. 

These and many other kinds of Indian 
NGOs and community groups have 
acquired a tremendous amount of practical 
experience of working with the poorest 
and most disadvantaged groups in society. 
They are also a potentially priceless 
asset in India’s struggle against HIV and 
AIDS. 


3. The Epidemic 


HIV is thought to have entered India in 
the early 1980s, but it was only in March 
1986 that the first cases of HIV infection 
were detected. The virus has spread with 
great rapidity along India’s western and 
eastern coasts, and inward to reach all parts 
of the country. The epidemic varies widely 
from one region to the next, reflecting the 
country’s great diversity. In the 
northeastern State of Manipur, HIV has 
already reached epidemic proportions 
among injecting drug users. In some other 
States, by contrast, only a few cases of 
HIV — and no cases of AIDS — have yet 
been reported. 

India’s first case of AIDS was reported 
in Bombay in May 1987, and by October 
1995 a total of 2,095 cases had been 
officially reported’, but it is recognized 
that the actual total is much higher. As in 
other developing countries, most HIV 
infections and cases of AIDS in India go 
unrecognized and unreported, due mainly 
to a lack of HIV testing facilities and 
inadequate systems for diagnosis and 
reporting. By October 1995, only 21,131 
HIV infections had been officially 
reported’, with Maharashtra, Tamil Nadu 
and Manipur accounting for most of these 
cases, largely because of better HIV 
diagnosis and reporting systems in these 
States. 

The Government of India, in conjunc- 
tion with the World Health Organization, 
has estimated that 1.75 million people 
in India had become infected with HIV 
by the end of 1994°. Since that time. 
many thousands of new infections have 
occurred. Furthermore, according to Dr 
Shiv Lal of the National AIDS Control 
Organization, by the year 2000 up to 7 
million people in India may be infected 
with HIV and 2 million are likely to 
develop AIDS. 

Most information on the HIV epidemic 
in India is derived from limited studies of 
groups such as sex workers, truck drivers 


and injecting drug users, who are regarded 
as most vulnerable to HIV. For example, 
studies of Bombay’s female sex workers, 
who number at least 50,000, estimated that 
over half were infected with HIV by 1994?. 
As the first to bear the brunt of the 
epidemic, such groups are often 
mistakenly viewed simply as reservoirs of 
infection, and stigmatised as the only 
groups likely to transmit the virus to other 
sections of the population. Yet HIV is now 
spreading within the general population of 
India as well, mostly through sex between 
people who do not realise they may be 
passing on or receiving the virus during 
unprotected sexual intercourse. 


HIV: a different epidemic 

The HIV epidemic differs from other 
major infectious diseases in several 
important ways: 


¢ Because of the long time lag — generally 
from 5 to 10 years or even longer — 
between the initial infection with HIV 
and the onset of clinical symptoms of 
AIDS, most HIV-positive people 
generally feel quite normal. Unaware 
that they are infected with HIV, they 
continue to spread the virus to others. 
To prevent millions of infections and 
premature deaths in India, HIV 
awareness and prevention programmes 
must start well before the impact of the 
epidemic becomes visible. 


¢ HIV greatly exacerbates existing health 
problems, particularly the spread of TB, 
Causing more human grief and misery, 
and placing even greater strain on 
already overburdened health services. 
According to WHO: 


“TB and HIV form a deadly com- 
bination, each multiplying the impact 
of the other. When people are infected 
with both TB and HIV, TB is much more 
likely to become active because of the 
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person’s weakened immune system. As 
more TB cases become infectious, 
larger numbers of people carry and 
spread TB to healthy populations>.” 


In India, where 50-60% of the population 
are already carriers of the TB bacillus, the 
HIV epidemic is likely to lead to a 
dramatic increase in active TB cases. 


e There is no vaccine against HIV and 
no effective medical cure for HIV 
infection. Most HIV-related illnesses can 
usually be treated effectively with 
standard medicines, but when HIV 
disease reaches the advanced stage known 
as AIDS, it is inevitably fatal. Preventing 
the initial infection with HIV is therefore 
the only way of preventing AIDS deaths. 


® Also unlike other infectious diseases, 
80—90% of those infected with HIV are 
young adults at the peak of their 
productive and reproductive lives. They 
generally have young children, who are 
still dependent on them for sustenance, 
education, social support and moral 
guidance; they also have elderly 
dependents who, after their premature 
deaths, will be left to fend for 
themselves while trying to raise a 
generation of orphaned grandchildren. 


e HIV destabilises society because it 
brings fear, blame and stigma into 
families, neighbourhoods, workplaces, 
schools and places of worship. It 
exacerbates long-standing prejudices 
against stigmatised groups such as 
prostitutes, homosexuals and injecting 
drug users. It threatens basic human 
rights such as medical confidentiality, 
security of employment, the right to 
education, and even the rights to privacy 
and human dignity. No other disease 
affects human society in this way, or to 
this extent. 


Causal factors 
A crucial factor in the spread of HIV in 
India is the country’s high prevalence of 


sexually transmitted diseases. In Tamil 
Nadu State, for example, Dr K. Kantharaj, 
Deputy Director of the State AIDS Cell, 
has estimated that 20% of adult men suffer 
from an STD at any given time®. People 
with STDs, especially if genital sores are 
involved, are at much higher risk of 
spreading — or being infected by — HIV 
through sex. 

A recent study in a town in Tamil Nadu 
by researcher Dr Sunithi Solomon dem- 
onstrates the strong link between HIV and 
other STDs. In her study, carried out in 
1995, Dr Solomon found that 90% of truck 
drivers (all men) who had experienced an 
STD and requested an HIV test also had 
HIV’. These figures are not representative 
of all truck drivers — or of the male 
population in general — in the State of 
Tamil Nadu, but they do provide grounds 
for serious concern. 

Population mobility is a key factor in 
the spread of HIV in India. The country’s 
highly developed network of roads and 
railways has facilitated a massive 
movement of people from rural to urban 
areas in search of employment. According 
to the Indian Government’s Ministry of 
Labour, there are currently about 180 
million migrant workers in India, most of 
whom are men who are either single or 
living apart from their wives and families. 
At any given time they comprise 30-40% 
of the population of large cities, where they 
also account for much of the clientele of 
the ‘red light’ areas. 

The double standard of sexual morality 
which, as in many other countries, is 
practised by large numbers of people in 
India, is an important factor in the 
spread of HIV. Women are expected to 
retain their virginity until married, while 
men often face peer pressure to visit a 
sex worker to gain sexual experience 
before marriage. Even after marriage, 
it is not unusual for men to have 
sexual partners other than their wives. 
Women, who are biologically more 
vulnerable to HIV infection than men, 


AIDS (acquired immune deficiency 
syndrome) was first identified in 1981. 
It is caused by the virus HIV (human 
immunodeficiency virus), which 
reduces the capacity of the body’s 
defences (or immune system) to 
combat infections. 

There is generally a time lag of 
several years — even 10 years or more 
— between the initial infection and the 
start of AIDS. Without a blood test, it 
is usually not possible to be certain 
whether a person has HIV. Most 
people with HIV do not know they are 
infected; they generally look and feel 
absolutely normal. There is still no 
vaccine against HIV and no cure for 
AIDS. Although most AIDS-related 
illnesses can usually be treated with 
standard medicines, the advanced 
stage of AIDS inevitably leads to 
death. 

HIV spreads in three ways: through 
sexual intercourse, through blood, 
and from mother to child: 


Sexual intercourse: Worldwide, about 
75% of all HIV infections occur 
through sexual intercourse when one 
or other partner has HIV. The risk of 
spreading HIV is greatly increased 
when other sexually transmitted 
diseases (STDs) are present. Women 
are physically more vulnerable than 
men to STDs, including HIV. 


Blood: The use of blood contaminated 
with HIV for transfusions carries a 
very high risk of spreading the virus. 
HIV can also spread easily when 
people share needles and syringes to 
inject themselves with drugs. If one 
user has HIV, the small amount of 


HIV and AIDS: Some Basic Facts 
blood which he or she leaves in the | 


needle or syringe will be injected into | 
the bloodstream of the next user, who | 


| Source: Community HIV Prevention Handbook, UNAIDS/WHO, 1995. 


may also get HIV. 


Mother to child: HIV can be passed 
on from a mother to her child during 
pregnancy, at the time of delivery or 
through breastfeeding. However, in 
countries with high infant mortality, 
where bottle feeding carries a high risk 
of disease and death, WHO and 
UNICEF recommend that mothers 
with HIV should still be encouraged 
to breastfeed their babies. 


Safe and unsafe behaviour 


HIV cannot be transmitted through 
coughing or sneezing; through saliva, 


tears or sweat; by shaking hands; | 


by sharing eating and drinking 
utensils, telephones, bathrooms or 
toilets; by mosquitoes or other 


insects; by walking barefoot where | 


people have spat; or by living or 
working with a person who has AIDS 
or HIV infection. 

Sexual intercourse between two 
people who do not have HIV and are 
completely faithful to each other 
carries no risk at all of spreading 
HIV. 

If one partner has HIV, sex in which 
the penis enters the vagina or the 
anus Carries a high risk of spreading 
the virus. (Oral sex carries a lower 


risk.) This risk can be greatly reduced | 


by using a condom every time. HIV 
is not spread by other forms of 
physical contact such as kissing, 
cuddling, fondling, caressing or 
massaging. 
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India’s extensive transport networks facilitate the movement of people — and the 


HIV virus — to all corners of the country. 


pay the price for the sexual freedom 
enjoyed by their husbands. 

Growing numbers of Indian women 
who have had sex only with their husbands 
are now being infected with HIV. In Pune, 
a study in 1994 found that 14% of married 
women with STDs — none of whom 
reported sexual contacts outside their 
marriages -— were HIV-positive’. 
Increasing numbers of pregnant women 
are testing positive for HIV. For example, 
at the HIV sentinel surveillance centre in 
Salem District, Tamil Nadu, HIV prevalence 
among pregnant women rose from 0.1% in 
September 1994 to 0.9% in October 1995. 

HIV is also transmitted through sex 
between men, many of whom may be 
married and continue to have sex with their 
wives. Amongst male sex workers, HIV 
infection is now reaching alarmingly high 
levels. In one such group in Maharashtra 
State, half were found to be HIV-infected 
in 1995°. In India the issue of HIV 
transmission among men who have sex 


with men cannot simply be dismissed as a 
problem of a ‘minority’ group. In such a 
huge country as India, a ‘minority’ group 
may consist of millions of people spread 
over a wide geographical area. 

In some parts of the country, particularly 
in the slums of many big cities and in the 
northeastern States, HIV is spreading 
through the sharing of drug-injecting 
equipment. In Manipur State, HIV has 
spread with deadly speed amongst 
injecting drug users, estimated to number 
about 15,000. In 1989 there were no HIV 
infections reported within this group. Yet 
by 1994, according to Dr Swarup Sarkar 
of the Indian Council for Medical 
Research, the HIV infection rate had 
reached an estimated 90%". 

Contaminated blood is also an 
important source of HIV infection. Of the 
nearly 2 million bottles of blood that are 
transfused every year in India, more than 
half are supplied by people who sell their 
blood. Many do so out of dire poverty; 


Jamuna is 19 and seven months 
pregnant with her first child. She 
is also HIV-positive. Three years 
ago she was married to Nagu, a 
quarry labourer 
who works in the 
neighbouring 
State of Andhra 
Pradesh. Nagu’s 
work often took 
him away from 
home for weeks 
at a time. He 
would visit home 
occasionally and 
give his earnings 
to his parents and wife. 

After Jamuna became pregnant her 
in-laws sent her to stay with her 
parents, as is the custom, in a small 
town near the border between the 
States of Tamil Nadu and Andhra 
Pradesh. Two months ago Jamuna 
went to the local hospital, complaining 
of fever and diarrhoea. 

“After examining me the doctor said 
| would have to have a blood test to 
find out if | had HIV infection. After 
the first test showed | was positive, 
he sent my blood to another hospital 
and they confirmed the result. The 
doctor told me it might be best for my 
husband to have his blood tested too, 


some also sell sex. In 1992, 86% of a 
group of commercial blood donors 
screened in Bombay were found to be 
HIV-infected''. Although the Government 
has made HIV screening mandatory, not 
all blood banks comply. By 1994, 12% of 
all HIV infections in the country were 
estimated to have been acquired through 
HIV-contaminated blood!” 

In India, as in many other countries, the 
HIV epidemic has been perceived largely 


Jamuna 


so my father went to Andhra and 
spoke to my in-laws about it. They 
think I’ve been punished with this 
disease because | must have been 
unfaithful to my 
husband. 

“But Nagu him- 
self told me that 
he and his friends 
sleep with the 
women at the 
quarry. He said 
that at the end of 
the working day 
it was normal to 
buy some toddy 
(liquor) and have sex, to relax the 
body. My father tried his best to get 
Nagu to see a doctor, but he refused. 
| haven’t seen Nagu since. 

“My parents got me admitted into 
hospital because | feel sick all the time. 
We've heard that my in-laws have 
decided to find another match for 
Nagu. At first | thought | would 
somehow try to stop them from getting 
him married again, but | just don’t have 
the energy. 

“If | can keep enough strength to 
go through with my pregnancy, all 1’ll 
have will be my child. | pray that at 
least my child will be free of this 
disease.” 


as a medical problem. Yet the epidemic 
has its roots in India’s patterns of 
economic and social development, and in 
the attitudes, beliefs and values that 
determine people’s sexual behaviour. It 
is increasingly clear that the HIV epidemic 
is primarily a development problem, which 
requires a multiplicity of responses from 
individuals, communities, government 
agencies and a wide spectrum of non- 
governmental organisations. 


4. Responses to the Epidemic 


India is estimated to have the largest 
HIV-positive population in the world. 
However, as people living with HIV gen- 
erally feel quite normal and look no different 
from those who are uninfected, the epidemic 
is largely invisible. This makes it difficult 
for people even to accept the existence of 
the epidemic, let alone understand its 
gravity and extent. 

Not surprisingly, misunderstandings 
about HIV and AIDS abound. Some 
people believe that AIDS is a phenomenon 
of large cities like Bombay and Madras. 
Others imagine it to be a disease of 
prostitutes, not their clients. Some people 
believe that AIDS was well-known to 
ancient Indian practitioners of traditional 
medicine, as megavettai (syphilis), and 
that it can be cured by traditional medicine. 
Many newspapers carry a mind-boggling 
variety of advertisements from quacks 
offering cures for AIDS. People who take 
these medicines often believe they do not 
need to use condoms during sex, making 
them (and their sexual partners) more 
vulnerable to HIV. 

The States of Tamil Nadu, Maharashtra 
and Manipur, which have reported the 
most cases of HIV infection and AIDS, 
have also attracted the most media 
attention. Local AIDS service organ- 
isations and HIV-positive people, as well 
as government officials in these States, 
have helped to sensitise the mass media 
to the seriousness of the epidemic. At the 
same time, however, some mass media 
stories about AIDS have created panic and 
spread misconceptions amidst the general 
public. As a result, many people who know 
they are HIV-positive hide the fact because 
they fear rejection by their families and 
friends, and the loss of their jobs and their 
standing in their communities. 

Even among health professionals, 
knowledge of how to cope with HIV and 
AIDS has been limited, at least until 
recently. A study among medical students 


and physicians in 1992, for example, found 
that 27% of students and 40% of doctors did 
not know that HIV is the cause of AIDS; 
15% of students and 35% of physicians said 
that HIV-positive patients should be denied 
first aid; and 81% of physicians felt that a 
syringe could be re-used without sterilisation 
if the needle was changed'’. The situation 
has since changed for the better, but many 
private clinics and hospitals still test for HIV 
without the knowledge of their patients, and 
refuse medical treatment to those who test 
HIV-positive. 


The government response 
When the first cases of HIV infection were 
detected in India, the Government 
responded by passing an HIV quarantine 
law. This was followed by calls from some 
government officials to ban sex with 
foreigners and to send HIV-positive 
African students back home. The 
government also appealed for a return to 
the nation’s ‘pristine values’ and offered 
to pay sex workers to retire. Other 
attempts to prevent HIV transmission 
consisted of refusing HIV-infected people 
access to health care. Some of these early 
reactions to the epidemic were responsible 
for creating widespread fear and rejection 
of people with HIV and AIDS. 

The National AIDS Control Programme 
was planned in 1987, and in 1992 the 
National AIDS Control Organization 
(NACO) was established. The purpose of 
NACO is to facilitate the implementation 
of the National AIDS Control Programme 
through co-ordinating bodies — State AIDS 
Cells, Empowered Committees and 
Technical Advisory Committees — at the 
national and State level. Various 
international agencies — particularly the 
World Health Organization, the World 
Bank, the ODA, NORAD, USAID, 
UNDP, SIDA and the Ford Foundation — 
have provided technical and financial 
assistance for the implementation of the 


Selvam 
months | found this job. te 
“My mother has been pressurising 
my wife and me to have a child. I’m 
her only son. 


Selvam is 23 years old and works as 
a supervisor in a small trucking 
company on the outskirts of Madras. 
Three years ago he married Malathi, 
his second cousin, 
but within a few 
months he left 
home to take up 
a job as a dock 
worker with a ship- 
ping company in 
Singapore. Malathi 
stayed behind with 
her mother-in-law. 

“Before | started 
working at the 
docks | had to have a medical check- 
up and | was pronounced fit. A year 
later my co-workers and | had to have 
another medical check-up, and a few 
days afterwards | was called to the 
company doctor’s clinic. The doctor 
handed me some papers and said 
they had found that | had HIV. He also 
said that, according to government 
regulations, | could not continue as an 
employee of the company, nor could | 
stay in Singapore. | had to return to 
India at once. 

“Feeling stunned by this news, | 
returned to the apartment | shared 
with my uncle, who was also working 
in Singapore. | told him everything. | 
also tried to commit suicide by jumping 
out of the apartment window — we were 
on the sixth floor — but he physically 
restrained me. He calmed me down 
and told me it would be better if | didn’t 
tell anyone that | have HIV. 

“When | returned to Madras | 
couldn't bring myself to tell anyone, 
not even my wife, my mother or my 
sisters, about my plight. | just told 
them that | was not very happy with 
my job in Singapore, and would prefer 
a job closer to my family. After a few 


My three sisters are 
all married and 
have children of 
their own. Since 
coming back from 
Singapore l’ve 
always used con- 
doms with my 
wife, for fear of 
infecting her with 
HIV. She always 
asks me why | 
insist on using 
condoms, and | tell her that | don’t 
want a baby till I’ve settled into my 
new job. But it’s been two years now, 
and I’m running out of excuses. 

“Once my wife even asked jokingly 
if | used condoms because | 
suspected she had AIDS. | felt so 
guilty and miserable that | almost 
confessed. | know | must have picked 
up HIV when | visited a massage 
parlour in Singapore on a couple of 
occasions. Although I'd heard about 
AIDS, I'd never taken it seriously 
enough to use condoms. 

“Here | see a doctor every month 
and feel much better after she coun- 
sels me. My uncle writes every week 
and always ends his letters with 
anxious queries about my health, 
to the point where my family jokes 
about it, saying that he treats me like 
a baby. 

“When | feel strong enough to tell 
my family that | have HIV, | will. Till 
then, my only source of respite is my 
job. When | meet my friends | often 
talk to them about AIDS. They only 
scoff at me and say that it will never 
touch any of us. How do | tell them 
that I’m HIV-positive already?” 


(2 Li 


national programme. 

NACO is developing a national HIV 
sentinel surveillance system to monitor the 
spread of HIV throughout the country, 
working through specially appointed 
medical personnel in every State. It has 
also made a major effort to disseminate 
basic information about HIV and AIDS 
through newspapers, radio, television, 
posters, roadside billboards and other 
means of mass communication. 

NACO also makes an important 
contribution to STD control, particularly 
by providing government STD clinics with 
trained personnel, laboratory facilities and 
an extra room to ensure that patients have 
privacy to discuss their problems. 
Furthermore, it trains private practitioners 
in the diagnosis and treatment of common 
STDs. Condoms of questionable quality 
are a major obstacle to HIV/AIDS 
prevention in India, and NACO has issued 
a directive to condom manufacturers to 
upgrade condom quality. 

To reduce HIV transmission through 
infected blood in hospitals, it is now 
mandatory to test every bottle of blood for 
HIV prior to transfusion. NACO supplies 
HIV test kits to blood banks and has also 
established zonal blood testing centres. 

In addition, NACO seeks to involve 
other government institutions in the 
prevention of HIV and AIDS. The 
National Council of Education Research 
and Training, which comes under the 
Ministry of Education, has worked with 
NACO on the production of an AIDS 
information package for government 
schools. (The emphasis of these materials 
is on delaying the first sexual encounter 
to avoid becoming infected with HIV; 
condoms are not mentioned.) The National 
Social Service Scheme also works with 
NACO to make information about HIV and 
AIDS available to university students 
throughout the country through its 
‘Universities Talk AIDS’ programme. 

NACO is also collaborating with 
the World Health Organization, OXFAM and 


several local NGOs on the Continuum of 
Care project. This initiative, begun in Manipur 
State and now being extended to other parts 
of the country, aims to provide basic care 
and support to people with HIV/AIDS within 
the home and the community, and through 
the various levels of the health care system. 
Given India’s federal system of 
government, however, NACO’s powers 
are limited mainly to guiding and 
supporting the various State AIDS Cells 
and other coordinating bodies. Since 
many State health departments are already 
burdened by more immediate health 
problems such as cholera and malaria, 
the funding and implementation of AIDS 
programmes is often delayed. 


Legal constraints 

An important part of NACO’s agenda is 
to combat discrimination against people 
with HIV and AIDS, and to create a 
socially supportive environment for 
groups living on the margins of ‘normal’ 
society. Yet many of the sexual and drug- 
injecting behaviours that make people 
more vulnerable to HIV infection are either 
illegal, or are widely regarded as socially 
unacceptable, and, therefore, are pushed 
underground or ignored. As a result, organ- 
isations working amongst marginalised or 
stigmatised groups, who are often the most 
vulnerable to HIV infection, face 
tremendous difficulties in their work. 

For example, the supply of condoms to 
prisoners in an all-male prison in Delhi 
was stopped by a public petition, as Indian 
laws make homosexuality illegal. 
Moreover, anyone identified as an 
injecting drug user can be imprisoned or 
put into a rehabilitation centre. Indian 
government agencies are not, therefore, 
permitted to carry out needle exchange 
programmes or even supply bleach to 
disinfect drug-injecting equipment and 
thus reduce the chances of injecting drug 
users becoming infected with HIV. 
However, the Central Government has 
recently given the green light to a limited 


pilot project, which will allow NGOs to 
distribute needles and syringes to drug 
users in Manipur State’’. 


Non-governmental responses 
A number of organisations have sprung up 
in response to the HIV epidemic in India. 
Among the first were the Indian Health 
Organisation, in Bombay; the Gujarat 
AIDS Awareness and Prevention Unit, in 
Ahmedabad; the NGO AIDS Cell at the 
All India Institute of Medical Sciences, in 
Delhi; and in Madras, the South India 
AIDS Action Programme, the Community 
Action Network and the AIDS Research 
Foundation of India. These and other 
organisations have played a major role in 
raising awareness of the epidemic, and 
have also helped to precipitate government 
action. Equally importantly, they have 
helped to remove the veil of secrecy and 
hypocrisy surrounding sexual attitudes and 
behaviour. 

The pioneering work of these 
organisations has also helped to inform 
and inspire a small but growing number 


of NGOs and community groups, who 


ae ¥ 


now regard HIV/AIDS work as an integral 
part of their activities. The programmes 
documented in this book illustrate the work 
of seven such organisations. Their exper- 
iences demonstrate the potential of NGOs 
and community groups to respond in a con- 
structive way to the multifaceted challenges 
and problems posed by the HIV epidemic. 
Since India’s HIV epidemic is still at 
an early stage, most of the organisations 
described in this book are concerned with 
AIDS prevention, rather than with care and 
support for HIV-positive people and their 
families. Many communities, however, 
will soon start to experience AIDS-related 
illnesses and deaths. NGOs will need, 
therefore, to develop new skills — such as 
counselling before and after HIV testing, 
promoting home-based care for people 
with AIDS, and support for children 
orphaned by AIDS. Nor are Indian NGOs 
themselves immune from HIV: their staff 
will have to learn how to protect 
themselves against HIV; in addition, they 
will need to develop humane, non- 
discriminatory policies for staff who are 
HIV-positive. 


Volunteers from the Gujarat AIDS Awareness and Prevention Unit in Ahmedabad 


prepare for World AIDS Day. 
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5. The Mahila Sarvangeen Utkarsh Mandal 
(MASUM), Maharashtra 


A few kilometres outside the lush greenery 
of Pune, the drought belt starts. The arid 
landscape is dotted with remnants of 
farming communities eking out a 
precarious existence from the parched soil. 
Most men have long since left to seek 
work in urban centres such as Bombay, 
returning home every few months with 
some of their meagre earnings. 

In recent years, local men have been 
contracting HIV in the big cities and 
bringing the virus back to their home 
villages, where they have sex with their 
wives and other partners. Few people in 
the area know that they are HIV-positive 
and even fewer have developed AIDS, but 
the virus has almost certainly penetrated 
into many communities already. It is now 
only a matter of time before HIV infection 
and AIDS emerge as major health and 
social problems. 


The ‘Feminist Health Centre’ 
In the heart of this seemingly backward 
area, a narrow dirt road winds its way to 
the collection of tumble-down mud huts 
that form the village of Saswad. Outside 
one mud hut an incongruous-looking 
sign announces the presence of the 
Streewadi Arogya Kendra — the Feminist 
Health Centre. Inside, a nurse and a 
village health worker are busy tending to 
the local women’s health problems. Twice 
a week, a gynaecologist and a counsellor 
are also in attendance. Most of the women 
have gynaecological complaints such as 
vaginitis, white discharge and pelvic 
inflammatory diseases, along with more 
general problems such as depression. 
The Centre was established in February 
1994 by MASUM, the Mahila Sarvangeen 
Utkarsh Mandal (Rural Women’s 
Association), which grew out of an action 
research project sponsored by the Indian 
Council of Medical Research. Founded 
in 1987 at the request of local women, 


MASUM aims to identify the various 
forms of exploitation and abuse faced by 
women, and to help them organise 
themselves to deal with these problems. 

The women using the Feminist Health 
Centre earn barely enough to feed their 
families from their small plots of land 
and part-time work on other farms. Most 
belong to oppressed castes and minority 
religions, and are plagued by problems 
such as alcoholism among local men, and 
sexual exploitation within the home and 
the community. Many young women are 
unable to refuse the sexual advances of 
fathers-in-law or brothers-in-law. Sexual 
abuse of young girls is also common, 
and many mothers are silent witnesses to 
this form of exploitation. Although there 
is no organised prostitution in the area, 
some women sell sex on an occasional 
basis. 

The Centre educates women about 
sexually transmitted diseases (STDs), 
which are fairly common, and also 
provides basic treatment for these 
infections. Women requiring further 
diagnostic tests and more specialist care 
are encouraged to visit primary health 
centres or hospitals. Some women also 
bring their husbands to receive 
information and treatment for STDs. In 
addition, the Centre provides a range of 
allopathic medicines and herbal remedies 
for common ailments, and dispenses 
condoms to couples and individual 
women. All clinical examinations, 
information, medicines and condoms 
provided by the Centre are free of charge. 


Sexual health 

MASUM aims to promote women’s sexual 
health in the widest sense. The Centre 
provides women with basic sex education 
and helps them to understand different 
sexual practices. With guidance from the 
nurse, each woman examines her own 


genitals with a speculum and a mirror. 
Women also learn how they can protect 
themselves from STDs through condom 
use and non-penetrative sex. “The aim,” 
says Manisha Gupte, Chairperson of 
MASUM, “is to help women define their 


own sexuality from a woman’s point of 


view, and help them realise that there are 
safer ways of enjoying sex.” 

Women are encouraged to talk about 
their sexuality, to place their ailments in 
the context of their domestic and working 


lives, and also to relate their physical 
problems to their emotions and feelings. 
Small groups of women with similar 
physical, sexual and emotional problems 
meet at the Centre to share their 


experiences of ill health and sexuality with 
one another. Only rarely are they reluctant 
to talk frankly with one another about sex. 
To express their feelings and provoke 
discussion, groups of women perform role 
plays about the various forms of sexual 
and economic exploitation which they and 
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The Feminist Health Centre: many women complain of gynaecological problems. 
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their daughters face in their daily lives. 

Groups of adolescent girls also meet to 
discuss issues related to reproduction, 
sexuality and self-assertion. Young girls 
who have suffered sexual abuse, usually 
within the home, are offered counselling 
and emotional support. 


HIV and AIDS: an invisible 
threat 

The womens’ close contact, through their 
menfolk, with Bombay has made them 
aware of the huge but largely invisible 
threat posed by HIV to their own health 
and survival. Women sometimes come to 
the Feminist Health Centre to ask for an 
HIV test. MASUM does not actively 
promote HIV testing, but women wishing 
to know their HIV status are offered 
counselling and are informed about places 
where they can have an HIV test carried 
out. MASUM’s message is that everyone, 
regardless of whether or not they are HIV- 
positive, needs to behave responsibly — not 
only to avoid becoming infected, but also 
to avoid passing HIV and other STDs on 
to others. , 

Media reports have already created 
widespread fear of AIDS throughout the 
region, creating a social climate in which 
people infected with HIV are likely to 
suffer stigmatisation and rejection. With 
great foresight, MASUM therefore 
encourages non-discrimination and 
support for people with HIV and their 
families. When cases of HIV infection and 
AIDS start appearing in_ local 
communities, the women will be able to 
make an informed, compassionate 
response. 

Most importantly, MASUM does not 
treat HIV/AIDS as a separate issue, but as 
a health, social and economic problem 
caused by double standards in sexuality: 

“The problem,” says Manisha Gupte, 
“is to do with how we have constructed 
sexuality. If we were able to manage our 
relationships more openly, more honestly; 
if sex wasn’t bought and sold in the 


markets; if sex wasn’t coerced... There is 
a total lack of concern for women’s sexual 
and reproductive rights, and I think that 
AIDS is a symptom of that problem.” 

It is no easy matter for women to 
negotiate with their husbands about safer 
sexual behaviour. In practice, women find 
it extremely difficult even to discuss sex 
with their husbands, let alone persuade 
them to adopt safer practices such as the 
use of condoms (except perhaps as a 
method of contraception). 

The threat of HIV and AIDS has led 
MASUM to change the emphasis in the 
way sexual issues are discussed. In the 
past, according to MASUM, too much 
emphasis was placed on women as the 
hapless victims of sexual abuse and 
exploitation by men, thus reinforcing their 
feelings of helplessness. MASUM now 
encourages women to insist on their sexual 
rights within the family and the wider 
community, and to negotiate with their 
sexual partners about the most appropriate 
and safest forms of sexual behaviour. 
MASUM encourages women to be 
assertive (without being aggressive), not 
submissive in the face of male exploitation 
and abuse. Says Manisha Gupte: “The 
major emphasis in all our activities is on 
creating assertive women, and all our 
projects are a means to that end.” 


Development programmes 
MASUM now works among women from 
the poorest households in nearly 30 
villages. All its programmes are aimed at 
helping women overcome social, 
economic and sexual exploitation. A 
Savings and Credit Scheme makes loans 
to women not considered credit-worthy by 
banks, who otherwise would have to 
borrow money from moneylenders at 
crippling interest rates. A handloom centre 
and two tailoring courses provide groups 
of women with a regular source of income. 
MASUM also holds monthly meetings 
with the women, some of whom are 
accompanied by their husbands, to discuss 


Shaila works as a village level 
health worker in MASUM’s Feminist 
Health Centre in Saswad village. She 
is 38 and has been married for 20 
years. Her 20 
year-old daughter 
was married a 
month ago and 
her two sons are 
studying in sec- 
ondary school. She 
has. been working 
with MASUM for 
the past seven 
years. 

“At MASUM | 
thought | would be given leaflets on 
health and be asked to distribute 
them, but instead | found myself 
learning the basics of the human body 
and other common illnesses,” she 
says. 

The doctor who trained Shaila found 
that her education was not enough to 
enable her to grasp complex medical 
terms, but three years of on-the-job 
experience helped her a great deal. 
In addition, she visits a government 
primary health centre on holidays 
to increase her knowledge and 


issues such as changes in economic and 
agricultural policies that will affect their 
lives. Such issues include, for example, the 
effects of patenting seeds and medicines 
by international corporations. Women also 
learn about how the government is 
structured and how it functions, how 
elections are held, and their voting rights. 

Once a month, 25 college students come 
from Pune and work as volunteers for 
MASUM, for example, by conducting 
slide shows on sexual and reproductive 
health for groups of women. The 
volunteers also help women to defend their 


Shaila 


improve her skills. 

“| have seen several women with 
STDs in the past year. | ask the 
women to bring their husbands and 
explain the STDs 
to them with the 
help of my health 
manual. | also 
stress the need for 
both the husband 
and wife to take 
their medicines 
together. | talk 
about AIDS and 
why it’s even more 
serious than other 
STDs. | explain that if you have an 
STD, it’s necessary to learn how to 
protect yourself from AIDS, and | also 
explain why condoms are used.” 

Shaila is particularly concerned 
about the men from her area: 

“Men from our village go to other 
villages and towns in search of work, 
and they go to vaishyas (prostitutes), 
who might have AIDS. There is no 
open prostitution here, but men do 
have second wives who also sleep 
with other men. This is more common 
when the men are migrant labourers’. 


human rights, for example, by filing court 
cases on behalf of women who have 
suffered sexual violence from men. 

In the village of Malshiras, about two 
hours drive from the Health Centre in 
Saswad, MASUM runs a Rational Drugs 
Counter, the Lokseva Aushadhalay, which 
sells basic drugs under their generic 
names. Prices are kept low — about one 
fifth of the market price. Condoms are also 
distributed free. Attached to the drugs 
counter is a Pregnancy Care Centre, which 
helps women to prepare for childbirth; 
traditional birth attendants and teachers 


from children’s day care centres are also 
trained in reproductive health and safe, 
aseptic techniques of delivering babies. 
Alcohol is part of village life and its 
misuse often leads to the sexual 
exploitation of the women, exposing them 
to the risk of STDs including HIV 
infection. Over-consumption of alcohol 
also destroys the economic base of the 
household, forcing women to turn to 
prostitution and to risk becoming infected 
with HIV. To counter this problem, 
MASUM members organised a complete 
ban on the sale of alcohol in their villages 
for a period of three years. However, when 
campaigning for elections started, the 
candidates and party members started 


selling alcohol again and sales have 
continued since. 

Whenever the occasion arises, groups 
of women from MASUM also organise 
hunger strikes, protest marches and public 
meetings in support of particular causes, 
for example, in favour of better pay for 
women farm labourers, and against sexual 
molestation of women working in the 
fields. These activities have not endeared 
MASUM to local landowners, who view 
the new assertiveness of local women as 
a threat to their interests. 

All these activities are run by local 
women themselves, supported by a 10- 
member executive committee consisting 
of local people (including MASUM staff). 
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MASUM’s handloom centre provides women with a regular income. 
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None of MASUM’s running costs are 
funded by foreign donor agencies. The 
handloom unit and tailoring courses are 
funded from the sales of the products the) 
make and by the State government. The 
Savings and Credit Scheme was started 
with a donation from a private company 
in Bombay. Income from the scheme 
supports the Drug Counter, the Pregnancy 
Care Centre and the Feminist Health 
Centre. 


Changes in attitudes 

Despite the many difficulties they face, the 
women of MASUM are starting to have 
an influence on community attitudes. One 
positive sign is the emergence of a group 
of local young men who perform street 
plays about the problems of deserted 
women, violence against women, illiteracy 
and (most recently) AIDS. In 1994 the 
group won first prize from the Indian 
Health Organisation for a powerful play 
about HIV and AIDS: 

“We asked ourselves,” says Vasanth, a 
member of the street theatre group, “what 
was new about AIDS. We felt it was the 
hysteria, the putting of people into 
different categories and saying that they 
had this or that bad habit. So we decided 
to write a play which would raise those 
things.” 

Despite winning the prize for their play, 
the group felt dissatisfied: 

“We felt happy about winning the prize, 
but had we really helped anyone with 
AIDS? We didn’t want to just cash in on 
other people's sorrow. So we decided to 


improve our Own social Consciousness,” 
explains Vasanth. 

The group visited a drug de-addiction 
centre to understand the problems 
surrounding drug addiction, and then 
spent a day with a group of prostitutes, 
trying to understand the difficulties in the 
environment in which they work. The next 
day they spent with AIDS patients in a 
hospital in Bombay. 

“That helped us to understand the 
people we were talking about in the play, 
says Vasanth. “In the end, those people 
are more important than the prize we won. 
Now we feel closer to understanding AIDS 
from the inside.” 

To avoid adverse reactions from the 
villagers, the performers do not hand out 
condoms at their performances, but 
encourage their audiences to ask for them 
from MASUM staff and government 
health facilites. They plan to distribute 
condoms, however, when HIV/AIDS is a 
less controversial issue. 

Since MASUM started almost a decade 
ago, its members have been able to initiate 
and sustain a sometimes painstaking 
process of social and economic 
development among rural communities. 
Their activities are helping to promote new 
attitudes and forms of behaviour leading 
to a social environment in which women 
are more assertive, and less open to 
exploitation and abuse. In this new 


environment, women are also becoming 
less vulnerable to HIV, because they are 
gaining greater power to choose and to 
insist on safer sexual behaviour. 


6. The Lawyers’ Collective, Bombay, Maharashtra 


When human rights lawyer Anand Grover 
decided to take up the case of Dominic 
D’ Souza, he had no idea that he was about 
to become involved in an important piece 
of legal history. D'Souza, a young man 
from Goa, was found to be HIV-positive 
in February 1989, after donating blood to 
a local hospital. Because of his HIV 
status, he was then arrested and placed in 
solitary confinement by the police, who 
were acting in accordance with the Goa 
Public Health Act. 

The Indian Health Organisation, a 
Bombay-based NGO which has played a 
pioneering role in AIDS awareness and 
prevention, asked Grover to challenge the 
terms of the Goa Public Health Act, which 
required anyone considered a public health 
threat to be placed in quarantine. As a 
leading member of the Lawyers’ 
Collective — a small group of practising 
lawyers involved in ‘public interest 
litigation’ — Grover had considerable 
experience of human rights issues related 
to housing, the environment, gender and 
labour relations. On his own admission, 
however, he knew very little about AIDS 
at the time, and took up the case with a 
mixture of curiosity and apprehension. 

D’Souza’s case, the first of its kind in 
India, attracted widespread media 
coverage and soon became a rallying point 
for AIDS activists in India. After 64 days 
in solitary confinement, D’Souza was 
allowed to return home, but had to remain 
there while awaiting the outcome of the 
court procedings. Two months later the 
judges handed down their decision: the Act 
would be amended so that it was no longer 
mandatory to detain people with HIV, but 
the authorities would still retain the right 
to do so in ‘justifiable cases’. It was a 
victory of sorts, but it still left the 
government with the power to detain HIV- 
positive people. For D’Souza, the 
possibility of being imprisoned once 
more for being HIV-positive remained a 


real threat. Grover took D’Souza’s case 
to the High Court, but the judges decided 
to uphold the provisions of the amended 
Act. 


Campaigning and legal support 
The case of Dominic D’ Souza opened up 
a new dimension of public service 
litigation in India. People began coming 
to the Lawyers’ Collective for help with 
human rights problems related to HIV and 
AIDS. These included, for example, 
issues such as HIV testing and medical 
confidentiality, and discrimination against 
HIV-positive people with regard to 
employment and the custody of children. 
The Collective also realised that AIDS 
prevention efforts were being impeded by 
the fact that certain activities — such as 
homosexuality, prostitution and injecting 
drug use ~— are treated as criminal offences 
in India: 

“We recognised,” says Grover, “that 
there was little legal experience in these 
areas. And we felt a need to share 
perceptions and experiences with others 
who would face the responsibility of 
taking up legal issues arising from the 
epidemic in the future.” 

Grover and his colleagues also became 
convinced that there was a need for new, 
comprehensive legislation to deal with the 
multi-faceted human rights issues 
arising from the HIV epidemic in India. 
To place such laws on the statute books, 
however, is a long and painstaking 
process. In the meantime, says Grover: 

“If no laws are available, the lawyer has 
to be motivated and creative enough to go 
to the courts and articulate the needs of 
HIV-positive people.” 

The Collective has therefore set itself 
the long-term goal of promoting new laws 
related to HIV and AIDS, which are 
broadly supported by the general public. 
To help create a climate of public opinion 
in favour of such changes, members of the 


Collective campaign persistently, 
especially through the mass media; they 
are also involved in lobbying key political 
leaders. 
the Collective work on several fronts 
to protect the rights of people with HIV, 
and also provide them with legal advice 
and support. 

The Collective’s main HIV/AIDS- 
related activities consist of: 


e developing and training a nation-wide 


At the same time, members of 


cases to court: the Collective trained 25 
lawyers from all over India in 1994, and 
plans to train at least another 100 during 
1995 and 1996. 


carrying out court cases on behalf of 
individuals (see box). Members of the 
Collective do not charge fees for legal 
assistance provided to people with HIV, 
or those who do not know their sero- 
status but are compelled to undergo an 
HIV test — for example, prior to surgery, 


network of lawyers to take individual 


or to being appointed in a new job. 


Amol 


Amol began working as a casual 
labourer for a large corporation in 
Bombay in 1986. He had always 
hoped to be taken on as a permanent 
employee, which 
would give him 
and his family an 
enviable degree of 
financial security. 
In 1994 he was 
interviewed for a 
permanent post, 
and to his delight 
was informed that 
he had _ been 
selected, subject 
to the results of a medical test. But 
his joy was short-lived. The Personnel 
Manager informed him that he would 
not be appointed after all, because he 
had tested HIV-positive the previous 
year, when he had applied for a 
different job in the same company. 
Amol was shocked and amazed to 
learn that he had been tested for HIV 
without his knowledge, and wrote to 
the Executive Director of the company 
to ask for an explanation. His letter 
went unanswered, so he approached 
Dr Subhash Salunke, Director of 
Health Services for the State of Maha- 
rashtra, who wrote to the company 


pointing out that it was government 
policy not to discriminate against HIV- 
positive people at work, as long as 
they could fulfil their duties. 
The Lawyers’ 
Collective then 
filed a petition on 
behalf of Amol in 
the Bombay High 
Court, requesting 
that he be allowed 
to appeal against 
the company’s 
decision, without 
having to reveal 
his identity in the 
course of the proceedings. In October 
1995 the Court issued an “order of 
suppression of identity”, enabling Amol 
to sue the corporation under a 
pseudonym. 

The company, for its part, has 
declared that its policies do not allow 
it to employ HIV-positive people on a 
permanent basis. Amol no longer 
works for the company. 

Amol’s case is the first of its kind in 
India. As far as the State of 
Maharashtra is concerned, the case 
has paved the way for people with HIV 
to seek justice in a court of law without 
revealing their identities. 


* organising workshops to formulate 
policies aimed at protecting the rights 
of people with HIV and their families. 
The first “National Workshop on HIV/ 
AIDS Ethics and the Law’, held in April 
1994, produced a 10-point programme 
of legal and social reforms aimed at 
protecting the basic rights of those 
infected with HIV, and preventing the 
further spread of the virus. 


® campaigning for the decriminalisation 
of homosexuality and prostitution, 
and for the enactment of laws covering 
issues such as HIV testing, con- 
fidentiality of HIV test results, and 
discrimination against people with HIV. 


Some of these efforts have already 
borne fruit. The Collective’s lobbying of 
political leaders at national level, for 
example, helped persuade the government 
to abandon its plans for mandatory testing 
and the isolation of people with HIV. 


Organisation 

The Lawyers’ Collective works from two 
offices — one in Bombay and the other in 
Delhi — with a combined staff of twelve 
practising lawyers and several law 
students, journalists and administrative 
personnel. Routine running costs are 
covered by income from members. The 
Collective publishes a journal, “The 
Lawyers”, which is sent to its members in 
different parts of the country; the cost of 
producing and distributing the journal is 


supported by subscriptions. 

The Collective is acutely aware of the 
need for allies and partners in trying to 
influence the legal system’s approach to 
the HIV epidemic. Its members therefore 
collaborate with government agencies at 
national and State level. For example, a 
member of the Collective is on the 
National Legal and Ethical Committee on 
HIV and AIDS of the National AIDS 
Control Organization. The Collective also 
works closely with NGOs such as the 
Pune-based Association for People with 
AIDS and HIV, and with international 
organisations such as WHO and UNDP. 

The Collective’s public interest 
activities (including those not related to 
HIV and AIDS) are funded entirely from 
the personal resources of the members con- 
cerned. However, as the amount of HIV/ 
AIDS-related work increases and staff 
have to travel to other parts of the country 
to deal with cases, the Collective will have 
to look for other sources of income. 

The Lawyers’ Collective is the first 
body of professionals in India who have 
begun jointly to examine how they can use 
their particular professional skills to 
respond to the challenges of the HIV 
epidemic. They have set an example for 
people in other walks of life whose 
professional skills can also play a crucial 
role in preparing Indian society to cope 
with the impact of the epidemic on health, 
education, the workplace, the family and 
other important areas of national life. 


7. Seva Mandir, Udaipur, Rajasthan 


Every day, about 8,000 trucks ply up and 
down National Highway No. 8 between 
Delhi and Bombay. At various points 
along the way, rustic tea stalls known as 
dhabbas line the roadside. Day and night, 
weary truckers pull up for tea, food and a 
chat, and also to purchase sexual favours 
from local women. This highway, like 
others throughout the country, is thus a 
major route not only for goods, but also 
for the spread of STDs, including HIV. 
The truck stop near Udaipur, in southern 
Rajasthan, is extremely popular with 
truckers. But the dhabbas here now 
display colourful stickers on safer sex, and 
have eye-catching condom dispensers with 
a ready supply of free condoms. The 
dhabba workers also hand out pamphlets 
on AIDS to the truckers, and chat with 
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Condom dispenser at a roadside tea stall near Udaipur. 


PS 


them about protecting themselves against 
STDs and AIDS. 


A vulnerable population 

The AIDS prevention activities at the 
dhabbas near Udaipur were started by a 
local NGO, Seva Mandir, meaning 
‘Temple of Service’: the name reflects the 
Gandhian ideals which underlie the 
organisation’s approach to development. 
For the past 25 years, Seva Mandir has 
been working with the local tribal people, 
the Bhil, in a wide variety of rural 
development programmes. 

There are not yet many known cases of 
HIV infection or AIDS in the area, but 
social, economic and geographical factors 
combine to make the local population 
vulnerable to STDs, including HIV. Much 


of the region has been ravaged by deforest- 
ation, environmental degradation and 
drought. With little or no income from the 
fields, many of the area’s men have left 
their families behind and gone to big cities 
such as Ahmedabad in search of work. In 
the cities, they are increasingly likely to 
contract HIV and then bring the virus back 
to their families and communities. 

Near the highway, tribal women resort 
to selling sex to the truckers in order to 
survive, placing themselves at risk of 
contracting HIV, and then passing the virus 
to their husbands and other sexual part- 
ners. Most of these women are not full- time 
prostitutes, but sell sex whenever in need 
of cash. Dhabba workers or other brokers 
usually make the arrangements with the 
women’s clients. In addition, pre-marital and 
extra-marital sex is common — and widely 
accepted — among the Bhils themselves. 

“STDs are common and condoms are 
not yet widely used, so HIV infection is 
bound to be present and spreading,” 
says Ajay Mehta, Seva Mandir’s Prog- 
ramme Director. “We proceeded on that 
assumption, and we don’t think that verifying 
the presence of HIV is a priority.” 

For Seva Mandir, however, HIV/AIDS 
is not just a health issue, but a social 
malady linked to the endemic devel- 
opment problems of the area: 

“We are trying to address both the 
question of chronic poverty and the lack 
of health awareness, in the hope that the 
spread of HIV can be slowed down before 
it assumes epidemic proportions in this 
area,’ says Ajay Mehta. 


Contact teams 

Seva Mandir’s AIDS programme began in 
April 1992, with a conference in Udaipur 
aimed at giving 400 governmental and 
non-governmental grassroots workers a 
basic understanding of HIV andAIDS. To 
gain public support for the programme, the 
staff organised rallies in Udaipur and the 
villages where they worked, holding aloft 
banners with AIDS messages. Films were 


shown using an audiovisual van to attract 
crowds of people, who were then given 
pamphlets on HIV and AIDS. 

The following month, Seva Mandir 
allotted new responsibilities to its different 
cadres of village-based health and 
development workers, most of whom are 
part-time volunteers, although some 
receive a monthly stipend for working on 
a full-time basis. The cadres normally 
work on a variety of projects, including 
health, adult literacy, and water conser- 
vation through the construction of anicuts 
(mini-dams) across the rivers and streams. 

First, six “highway contact teams’ were 
formed to contact local women, dhabba 
workers and other sex brokers. Each team 
is headed by a community health worker 
who lives near the highway and enjoys a 
good rapport with the dhabba workers, 
brokers and sex workers. Four village 
level health workers make up the rest of 
the team. At the same time, 14 ‘village 
contact teams’, consisting of village level 
health workers, were formed to visit 
communities living more than 25 
kilometres from the highway. 

The team members were trained to 
discuss the basic facts about HIV/AIDS 
and STDs, to distribute condoms, and to 
refer villagers to Seva Mandir’s Health 
Officer for STD treatment. They were then 
assigned five villages each to visit on a 
regular basis. Team members travel from 
village to village, staying for two or three 
days in each, and discussing HIV/AIDS 
and other health issues with village leaders 
and groups of families. They also distribute 
small supplies of condoms to those who 
request them. At night, the team performs a 
bhajanmandali (a kind of traditional folk 
theatre with music and songs), which they 
themselves have scripted, explaining how 
HIV spreads and what one needs to do to 
protect oneself. They often visit the local 
dhabba and talk to the workers about HIV, 
AIDS and other STDs. 

Team members carry out these and other 
health or development activities for a few 


Kanniram 


Kanniram is a married man of 30 with 
two children. For the past 15 years, 
he has been running a dhabba off 


National Highway No. 8 in Rajasthan. 


He first heard 
about AIDS from 
Seva Mandir’s 
health workers. 
Today, his dhabba 
displays posters 
and stickers on 
AIDS and hands 
out pamphlets to 


customers. 
With thousands 
Ore trucks from 


different parts of the country passing 
by, the dhabba does brisk business. 
The AIDS posters and the condom 
dispenser invariably spark off a 
discussion on AIDS amongst the 
truckers. Kanniram and his workers 
explain how condoms can give 
protection against AIDS and more 
immediate problems like STDs. There 
is now a great deal of awareness 
among the truckers, and most do 
not leave the dhabba without stocking 
up on condoms from the dispenser 
installed and supplied by Seva 
Mandir. 

Nearly 50 women in the area sell 
sex, serving both the truckers as well 
as a considerable number of men 


from Kanniram’s own village. STDs 
are widespread, but the village men 
have begun stopping at the dhabba 
to pick up condoms before visiting the 
sex workers. 

However, the 
problems of STDs 
remain as some- 
times the condoms 
tear during sex. 
When this hap- 
pens, the men 
wash themselves 
with water and 
urine, in the 
mistaken belief 
that this will cure them of any STDs 
they might have contracted. They are 
not sure whether the practice will also 
protect them from AIDS. 

In addition to visiting sex workers, 
some of the truckers have sex with 
one other. Kanniram worries that this 
may be very dangerous as they do not 
use condoms at these times. He 
himself is in love with a married 
woman in his village. They do not use 
condoms, but he believes she cannot 
give him AIDS as she seems to be 
faithful to her husband — and to 
Kanniram. The woman's husband is 
an agricultural labourer who, as far as 
Kanniram knows, does not visit sex 
workers. 


days every month, and resume farming at 
other times. They are therefore always 
available to their communities for help 
and guidance. 


Integration 

To bring an element of HIV/AIDS aware- 
ness into all its programmes, Seva Mandir 
has trained all its staff and volunteers in the 
basic facts about the HIV epidemic. Among 
the first to be trained were family planning 
workers and traditional birth attendants 


(TBAs), who now talk with people about 
protecting themselves by abstaining from 
sex before marriage and fidelity within 
marriage. They also promote condoms as 
having multiple advantages, ensuring 
contraception and preventing the spread 
of STDs and HIV, without side effects. 
“We also train the TBAs to ensure 
aseptic conditions during delivery,” says 
Assistant Health Officer Dr Rupshri 
Bakshi. They now take extra care to 
protect themselves when mopping up 


blood spills after delivery and disinfecting 
the area thoroughly.” 

Many of the women in the villages 
where Seva Mandir works suffer from 
STDs. “We have to strengthen women’s 
capacity and boost their confidence so that 
they can reduce their vulnerability to 
sexual exploitation, unwanted pregnancy, 
STDs and AIDS,” says Dr Chandra 
Bhandari, coordinator of the women and 
children’s development projects. As a first 
step towards encouraging women to 
discuss their problems and exchange 
experiences, local women have organised 
themselves into about 80 groups which 
meet regularly. 

Young people are also being reached 
with information about HIV and AIDS 
through Seva Mandir’s school health 
education programmes. Health educators 
discuss problems related to puberty, 
personal hygiene and sexual responsibility 
with older students. A workshop for adol- 
escents from the villages, including those out 
of school, was used to educate boys and girls 
on sex, pregnancy, STDs and HIV/AIDS. 

Seva Mandir also uses its water 
conservation and adult education projects 
to convey information about HIV and 
AIDS to the villagers. ““We knew that AIDS 
awareness couldn’t work in isolation,” 
says Ajay Mehta, “so we have made it an 
important aspect of our economic 
development programmes. We explain in 
simple detail how falling ill withAIDS will 
reduce people’s productivity in the field 
and so reduce their earnings.” 

Seva Mandir’s AIDS programme 
presently covers about 200 villages and is 
carried out by project staff as part of their 
normal duties. The formation of the high- 
way contact teams and village contact teams 
has helped to sharpen the focus on HIV and 
AIDS and to ensure that condoms are 
available for the villagers whenever needed. 


Problems ... and solutions 
The first difficulty in starting the prog- 
ramme was in convincing Seva Mandir’s 


own staff that HIV and AIDS would soon 
create major problems in the communities 
where they were working. It was hardly 
surprising that this was difficult, since no- 
one from Seva Mandir had ever seen 
anyone with HIV or AIDS: 

“It took a great deal of motivating on 
our part to convince them that they owed 
it to their communities to act before it was 
too late,” says Seva Mandir’s Health 
Officer, Dr Lodha. 

Seva Mandir therefore included HIV/ 
AIDS education in its STD prevention, 
family planning and reproductive health 
programmes. The workers involved in 
these programmes had seen and were 
familiar with STDs, and understood that 
the same behaviours were responsible for 
spreading HIV. Workshops were held to help 
workers open up to the prospect of having 
to talk about sex in very explicit terms. 

The programme also faced external 
difficulties. Women selling sex and their 
brokers, who felt that Seva Mandir’s AIDS 
programme threatened their livelihood, 
were initially hostile. With skilful 
handling, however, an uneasy truce has 
been reached. There was no difficulty, 
however, with the dhabba owners and their 
employees, who were soon convinced of the 
important role they could play in preventing 
the spread of HIV and other STDs. 

Every three or four months, Seva 
Mandir’s community health workers take 
out questionnaires to the villages where 
they work and complete them, based on 
discussions with village people. This 
helps Seva Mandir evaluate the efficacy 
of its HIV/AIDS programme. So far, the 
responses are generally encouraging: 

“People now know about AIDS, and 
understand the dangers of high risk 
behaviour”, says Dr Lodha. “Group 
discussions with the villagers and dhabba 
workers are showing that condoms are 
being increasingly demanded and used. 
Initially there were problems with the 
disposal of condoms after use, but 
villagers are learning to discard used 
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Lalitha is a community health worker 
who heads a village contact team in 
Seva Mandir’s AIDS programme: 

“Now that we know of AIDS, we 
help our people to 
understand how 
it can affect us all. 
We explain that 
there is more than 
one way to avoid 
getting the dis- 
ease, like avoiding 
sex altogether, 
being true to one’s 
husband or wife 
or always using 
condoms the right way. 

“We distribute condoms directly to 
people in our village. We have always 
spoken of condoms as a family 
planning device and we now explain 
that they can also protect people from 
STDs and AIDS. The unmarried men 
in our villages sometimes hesitate to 
take condoms from us. We know men 
keep taking the condoms from the 
dispensers kept in the dabbhas. 

“Many women sell sex to truckers 
without the knowledge of their 


Lalitha 
parents or husbands. Women come 


to me frequently with complaints 
of vaginal discharge. Many of these 
turn out be STDs. The men also 
complain about 
these problems to 
the village level 
health workers. 

“Most of the 
women here are 
married very 
young, before the 
age of 15. They 
often come to me 
for advice on how 
to avoid preg- 
nancy and how their husbands 
should use condoms. They discuss 
their family problems with us as well, 
and many complain that their 
husbands visit sex workers. | try to 
explain that their husbands shouldn't 
do such a thing as they might 
contract STD or AIDS. Here, when 
a husband cheats on his wife, the 
wife can and does talk to him and if 
he still doesn’t listen, the women 
get together to try and convince him 
not to.” 


condoms into pits.” 

Seva Mandir’s AIDS programme is not 
separately funded, but utilizes small 
amounts from the money allocated for its 


other projects. Plans are underway to 
extend the programme to all 500 villages 
covered by Seva Mandir’s development 
projects. It is expected that about 1,000 
part-time workers, all of whom reside in 
the villages, as well as 200 full-time 
workers, will be involved in the 
programme. 

Through its AIDS programme, Seva 
Mandir has used its long-standing 
relationship of mutual trust with the 
communities where it works to promote 
more responsible sexual attitudes and safer 


sexual behaviour. The programme is 
integrated with the organisation’s 
development projects, which have helped 
rural communities to achieve a measure 
of economic and social progress. The staff 
and village-based volunteers carrying out 
the HIV/AIDS awareness programme are 
the same as those involved in Seva 
Mandir’s other health and development 
activities. The changing social 
environment brought about through the 
programme is helping to give individuals 
and communities the option of breaking 
away from high-risk sexual behaviour, and 
to choose instead forms of sexual 
expression which greatly reduce their 
chances of becoming infected with HIV. 


TN 
8. SHARAN and SAHARA, Delhi 


A crumbling brick wall zig-zags drunkenly 
by the side of a row of crude dwellings in 
the Nizammudin slum in New Delhi. In 
the falling dusk, Mushtaq’s hands move 
swiftly over the wall, fingers searching 
frantically in the dark crevices between the 
old bricks. He pulls at something, a plastic 
syringe with no needle. Cursing, he 
replaces it. The next crevice proves lucky. 
As the much used, blood-stained, but 
intact needle and syringe trembles in his 
hand, Mushtaq reaches into his hip pocket 
to pull out a vial and fills the syringe. 
Picking up a dirty rag from the rubbish 
heap nearby, he rubs it over the veins on 
his left hand and injects himself. 
Withdrawing blood back into the syringe 
a couple of times in order not to waste a 
drop of the drug, he mops up the bleeding 
with the rag and thrusts syringe, needle 
and rag into the nearest crevice he can find 
and vanishes into the darkness... 

In 1986 SHARAN (‘sanctuary’), an 
urban development NGO which runs a 


health clinic in Nizammudin, found that 
there were a number of heroin users in the 
neighbourhood. Low-grade heroin had 
become freely available in the slums and 
large numbers of slum dwellers were 
smoking the drug. By 1990 the scenario 
had begun to reveal even more dangerous 
trends. Unable to buy expensive heroin, 
slum dwellers were switching to an 
injectable painkiller, Buprenorphine (trade 
name Tidigesic), that was only one fifth 
of the cost. Sometimes Buprenorphine 
was mixed with anti-allergy drugs or 
sedatives. Most of these drugs are 
commonly prescribed and can easily be 
bought over the counter with no questions 
asked. 

Similar epidemics of injecting drug use 
were occurring in other large Indian cities 
such as Calcutta, Madras and Bangalore, 
as well as in other slums in Delhi. And in 
the Northeastern State of Manipur, media 
reports spoke of an HIV/AIDS epidemic 
amongst injecting drug users. 


SHARAN’s health clinic serves the low-income Nizamuddin neighbourhood 
in New Delhi. 


The Beginnings 

SHARAN decided to become involved in 
HIV prevention in 1990, after a needs 
assessment survey in Nizamuddin found 
an alarmingly high level of injecting drug 
use and a very low level of HIV/AIDS 
knowledge and awareness within the 
community. Scenes of desperate drug users 
picking up discarded syringes from rubbish 
dumps were not uncommon. Many had 
sores, thick scar tissue and blocked or 
collapsed veins, and most did not carry 
their injecting equipment with them for fear 
of arrest or harassment. Syringes were 
hidden in nooks and crannies wrapped in 
plastic bags or bloodstained pieces of 
cloth and were often shared. 

At first, however, SHARAN’s own staff 
felt that integrating HIV prevention into 
the organisation’s health and community 
development programmes, at such an early 
phase of the epidemic in India, was 
uncalled for. There were criticisms too that 
the organisation was pandering to the 
interests and agendas of international 
donor agencies. “It took lengthy sessions 
along with courage of conviction born out 
of our own experiences, especially in 
Manipur, to convince our colleagues,” 
says Project Director Luke Samson. 

SHARAN began to conduct 
detoxification camps, in collaboration with 
a sister organisation, SAHARA (‘shelter’), 
which already had_ considerable 
experience of running a rehabilitation and 
de-addiction centre. Some ex-injecting 
drug users joined SAHARA House (see 
below), a totally drug-free environment 
where they were generally successful in 
overcoming their addiction. For those who 
returned directly to society, however, the 
story was very different: 

“We found that the people we were 
sending back to society after seven days 
of detoxification were still highly 
vulnerable to injecting drugs, and to HIV,” 
says Jimmy Dorabjee, manager of 
SHARAN’s Drugs and AIDS Programme. 

SHARAN ’s response was to promote 


oral maintenance therapy, in which a drug 
in tablet form is placed under the tongue 
and gradually absorbed as it dissolves. 
Research had already shown that 
Buprenorphine was an effective substitute 
for heroin and might actually help in the 
management of heroin addiction’. 
SHARAN began providing injecting drug 
users with Buprenorphine tablets, taken 
sub-lingually (placed under the tongue), 
as a means of weaning them off the 
injecting habit. The results have been very 
encouraging: “We’ve found sub-linguals 
to be an effective way of getting people 
off injections, while providing them with 
a safe alternative,” says Jimmy Dorabjee. 
By March 1996 the project was assisting 
544 drug users, most of whom were 
‘chasing’ (inhaling) heroin when they joined 
the programme. Of the 181 who had been 
injecting drugs, 40% were injecting less 
frequently and 45% had given up the habit 
completely. Those still injecting drugs 
generally used their their own syringes and 
needles (which they either bought them- 
selves or obtained free from SHARAN’s 
drop-in centre), greatly reducing the risk 
of transmitting or contracting HIV. Of the 
53 injecting drug users who joined the 
programme in early 1993, more than 70% 
were on oral maintenance therapy or had 
completely stopped taking drugs. 


SAHARA House 

SHARAN works closely with the drug 
rehabilitation centre, SAHARA, which 
provides residential care for drug users 
who want to give up the habit, but are in 
need of the social, emotional and practical 
support which a small, highly committed 
community can provide. A core group of 
nine volunteers, seven of whom are 
themselves ex-drug users, helps in the day- 
to-day running of the centre: 

“When our first HIV-positive member 
joined SAHARA, he was very app- 
rehensive that he might not be welcomed 
by us,” says Harsha, one of SAHARA’s 
volunteers. “I shared a cup of tea with 
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him from the same cup. He was taken 
aback... After that there was no problem.” 

Initially, SAHARA set aside a whole 
floor for HIV-positive residents. This 
policy was soon discontinued because it 
meant that people with HIV, simply by 
living in a certain part of the building, were 
in effect obliged to disclose their HIV- 
positive status. Residents known to be 
HIV-positive are now treated no differently 
from others, except for receiving a special 
diet if they wish. 


“A few years ago Abdul and | used to 
live together, and we would share our 
money to buy drugs. Then Abdul went 
to stay at SAHARA, and had an HIV 
test, which turned 
out to be positive. 
| was very worried 
about myself, 
because | had 
shared equipment 
with Abdul. | went 
to SHARAN for 
advice. A coun- 
sellor took me toa 
nearby teashop 
and | told him | 
wanted to get the HIV test done. 

“| decided that | would join SAHARA 
for rehabilitation if my result was 
negative, but if it was positive | would 
keep on injecting because | didn’t care 
about the future. The counsellor 
explained a few things about AIDS, 
and the test. He also explained why 
sharing injecting equipment is risky, 
and what one can do to make it safe, 
like cleaning the needle with house- 
hold bleach. | said | would rather use 
the money on heroin. One shot of 
heroin costs 12 rupees and a bottle of 
bleach costs 10 to 15 rupees. 

“A couple of days later the 
counsellor took me to a clinic for the 
test. We had to wait for an hour and 


The SAHARA volunteers and other 
residents write and produce plays on 
AIDS, which portray people with HIV in 
a positive, non-discriminatory way, and 
also perform these at local schools. 

The basis of SAHARA’s programme is 
spiritual. The day begins with a prayer 


and ends with devotional songs. Although 
SAHARA is basically a Christian 
organisation, residents are not encouraged 
or obliged to adopt Christianity. Sex 
education promotes abstinence before 


a half to have my blood taken. It was 
very hard for me because a social 
worker there knew me and kept asking 
me personal questions, until the coun- 
sellor asked him to 
leave me alone. 

“It took almost 
two weeks to get 
my test result. 
The counsellor 
from SHARAN 
took me to a quiet 
place and told me 
that | had tested 
positive. | thought 
| hadAIDS. But the 
counsellor told me that | would not fall 
sick with AIDS for a long time if |leda 
healthy life. | asked him if | could 
change my blood if | stopped using 
drugs, but the counsellor told me that 
| didn’t get the virus through heroin, 
but through another person’s blood. 

“| decided to come and live at 
SAHARA, and Abdul and | now share 
a room. A few days ago | met another 
old friend, Salman. He’s a drug user 
and he’s shared equipment with me. 
| started thinking about other members 
of our group — Sameer and 
Mohammed for example. They’ve 
also shared equipment with Abdul and 
me. But how can | tell them that we 
have HIV?” 


marriage and mutual fidelity within 
marriage, but also includes safer sex 
(including condom use). Soul-searching 
sessions are conducted to explore issues 
such as dishonesty to. oneself, 
development of will power and identifying 
areas of strength to provide footholds for 
sustaining safer, more responsible 
behaviour. 


Widening the focus 
SHARAN ’s clinic attends to the basic 
health needs of people in Nizamuddin, and 
is backed up by links to more specialised 
treatment at hospitals. Besides providing 
free immunisation to women and children, 
SHARAN also provides basic primary 
school education for some children, and 
helps others gain admission to government 
schools. Community members play an 
active role in all SHARAN’s programmes, 
with staff functioning mainly as motivators 
and facilitators, rather than as instructors. 
More recently, SHARAN has widened 
and intensified the HIV/AIDS programme 
to include men and women from the 
general population of the slum area, 
focussing especially on STD treatment and 
condom use. (The presence of an STD, 
especially when there is an open sore, 
greatly increases the chances of 
transmitting or being infected by HIV.) 
With encouragement from SHARAN 
workers, large numbers of people now 
seek treatment for STDs at SHARAN’s 
clinic, where staff also talk about the need 
to use condoms to minimise the risks of 
becoming infected with HIV or another 
STD. The clinic distributes condoms, and 
SHARAN ’s outreach workers talk with 
people within the community -—- 
individually and in groups — about their 
effectiveness in preventing infections and 
as a method of contraception. These 
efforts are helping, albeit in a quiet, low- 
key way, to overcome resistance to 
condom use. SHARAN staff have noticed 
increased demand for condoms from 
women in particular. 


In addition, SHARAN counsellors have 
begun a tuberculosis detection and) 
treatment programme, by talking with 
patients and members of the community 
about the links between AIDS and 
tuberculosis. 


Problems and achievements | 
The controversial nature of SHARAN ’s 
oral maintenance therapy programme for 
injecting drug users has prevented its legal 
endorsement by the Government of India. 
This has made it difficult for SHARAN to 
obtain funding for the programme,;or to rep- 
licate it in other communities where drug- 
injecting behaviour is a serious problem. 

“Another problem is that people in these 
communities find it very hard to 
understand HIV and AIDS,” says Project 
Director Luke Samson. “They haven't 
seen anyone with AIDS, and people they 
know with HIV-related illnesses look no 
different to them from someone with TB ~ 
or even malnutrition.” 

As a result, it was initially very difficult 
for SHARAN to persuade people to 
change their drug-using and sexual 
behaviour. The problem has been partly 
overcome by concentrating on the issue 
of STDs, which are a common experience 
within the slums. By motivating 
community members to seek STD 
treatment, to use condoms and to avoid 
injecting drugs, the chances of HIV 
transmission are being reduced. 

Growing numbers of community 
members are now aware that the HIV 
epidemic is not a vague threat, but an 
imminent reality. In the course of periodic 
discussions within the community, 
SHARAN staff have found people 
increasingly interested in asking about~ 
HIV and AIDS, and in discussing the 
likely implications of the epidemic. Most 
importantly, people are starting to realise 
that, through individual and community 
action, they can protect themselves against 
HIV and help others to cope with its 
impact on their lives. 
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9. The Social Awareness Service Organisation 
(SASO), Imphal, Manipur 


“We already have an epidemic of AIDS, 
and we are seeing children who have got 
HIV from their mothers,” says Umesh 
Sharma, a member of the Social Awareness 
Service Organisation (SASO), in the 
northeastern State of Manipur. 

This small State borders northern 
Myanmar and the ‘Golden Triangle’ 
region, the world’s largest supplier of 
opium and heroin. Home to 33 tribes who 
_ traditionally smoke these drugs for 
medicinal and recreational purposes, 
Manipur now has about 15,000 drug users 
who inject heroin, 90% of whom are 
estimated to be infected with HIV”®. 

SASO was formed in February 1992 by 
a group of former injecting drug users. 
Many of the organisation’s members are 
HIV-positive. The group came together 
to create public awareness of the dangers 
of drug addiction, alcoholism and AIDS, 
and to combat discrimination against 
people like themselves. The organisation 
has the following objectives: 


1. To achieve the social upliftment of its 
members and their communities. 


2. To engender discipline and courtesy 
amongst its members in order to create 
a healthy public image. 


3. To assist in relief work during natural 
calamities like flood, famine and 
drought by providing volunteers and 
contributing financial assistance. 


4. To share the grief of its members in case 
of sickness, deaths and accidents. 


~ Background 


Manipur’s HIV epidemic takes place 
against the background of ethnic unrest 
that has been prevalent in the State since 
1980. Apart from inter-tribal disputes, 
there are also militant groups who are 


waging a battle for secession from India. 
In the tribal context, sharing drug-injecting 
equipment is a ritual of brotherhood and 
is viewed as a symbol of solidarity by the 
injecting drug users. 

In 1990, when 54% of injecting drug 
users in Manipur were estimated to be 
HIV-positive'’, the State was promptly 
dubbed the ‘AIDS Capital of India.’ The 
government of Manipur responded by 
incarcerating injecting drug users, many 
of whom were brought to prison by their 
own parents. It also banned the sale of 
hypodermic syringes, prompting drug 
users to resort to riskier alternatives such 
as needles attached to ink droppers. But 
these make-shift syringes expelled barely 
a third of the drug they were loaded with. 
Consequently, users had to pump the 
droppers many times to inject the entire 
dose. In the process, blood was repeatedly 
sucked back into the droppers, which were 
then handed to the next user without 
cleaning. 


Working for change 
Discrimination against injecting drug users 
took an extreme form in 1990, when 
militant groups began murdering drug 
users on the grounds that they were 
bringing dishonour to the secessionist 
movement. “Many of us were afraid to 
come out into the open and seek 
information or help,” says Lokendro, a 
SASO member. “But we wanted to be 
accepted and show that we ourselves 
could change the way we were being 
perceived.” 

To project a healthier image of former 
drug users and win public support for their 
cause, SASO began to organise concerts 
and sporting events with the participation 
of drug users from detoxification centres. 
In July 1992, for example, SASO 
organised a concert with the theme ‘Say 


Lokendro 


Lokendro is 22 years old and one of 
SASO’s founding members. He lives 
with his parents and six brothers and 
sisters in Imphal. He has known he is 
HIV-positive for the 
past three years: 

“When | began 
to hear about 
AIDS, | decided 
to go for the test. 
| realised that 
there was every 
possibility of me 
turning up positive. 
| had shared 
needles on many 
occasions. | did test positive and | 
tried not to feel too depressed about 
the way | had been living. Being part 
of a support group that is helping 
other people like myself is giving me 
strength. 

“Before | disclosed to the public that 
| was an ex-drug user, | had to think 
of the repercussions it would have on 
my father, my mother, my brothers and 


sisters. When | was alone, it was a 
personal problem, but once | was 
committed to the organisation, | didn’t 
have to hide it anymore. My father 
objected. He said 
that now | had 
stopped using 
drugs, there was 
no need for me to 
mix with other ex- 
users. He wanted 
me to study fur- 
ther. But | felt that 
working in SASO 
was what | really 
wanted to do. It 
wasn’t easy to get my father to 
understand. But now he can see that 
I’m happy in the work I’m doing and 
he has accepted me. 

“| find it difficult to mix with friends 
who use drugs now and then. They 
have flippant attitudes and think that 
injecting drugs occasionally is alright. 
But for me, it would be back to 
addiction once again.” 


No To Drugs’, which began with talks 
on drug use, alcoholism and related 
problems. 

A few months later, with funds raised 
from previous concerts, and with support 
from the Manipur State Social Welfare 
Board and the Government of Manipur, 
SASO organised a seven-day programme 
on drug use and AIDS for youth and 
parents in different districts of the State. 
The programme used the expertise of the 
existing de-addiction and rehabilitation 
centres in Imphal, the State capital. 

In 1993 SASO received support from 
OXFAM for a one-year project on HIV/ 
AIDS. The members developed a street 
play about the problems of drug use and 
AIDS, which was staged every fortnight 


and drew large audiences. After the play, 
members spoke to the audience about the 
need to avoid stigmatising people with 
AIDS. Members of SASO have also 
written articles on drugs and AIDS in local 
newspapers. 

“In the play”, says one SASO member, 
“we question the attitudes of people. 
Many of our friends with HIV have died 
because they were refused medical 
treatment. We try to tell people that drug 
addiction is not a crime, but a habit that 
can be changed with help,” he adds. 

Each year, during Holi — the Spring 
festival which is widely celebrated in 
North India — SASO organises a marathon 
race and a wrestling tournament in 
memory of their friends who have died of 


AIDS. Other major events have included 
a 73 kilometre cycle rally with the theme 
“Cycling — Better than injecting drugs”, 
and a musical production on the theme 
“Fight AIDS — not people with AIDS.” 
The money raised was used to buy 
medicines and food for drug users in jail 
and people with AIDS. 


Counselling and support 

SASO provides a counselling service at 
its office for injecting drug users, HIV- 
positive people and their families. Clients 
are given the telephone numbers and 
addresses of SASO volunteers, or the 
names of the hotels and restaurants where 
volunteers can be contacted should the 
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need arise. SASO staff and volunteers also 
visit clients and their families at home to 
provide practical, moral and social 
support. 

Inside the Sajiwa Central Jail in Imphal, 
where several injecting drug users and 
HIV-positive people are imprisoned, 
SASO volunteers are busy counselling the 
inmates. “We talk about the need for 
injecting users, whether infected with HIV 
or not, to support one other,” says one 
volunteer. “We encourage them to adopt 
safer behaviour, such as using bleach to 
clean their injecting equipment, to avoid 
sharing needles and to adopt safer sexual 
practices.” 

Since March 1994, SASO has also 
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operated a 24-hour telephone help line. 
The service is run by volunteers who 
answer queries on drug use and HIV, and 
encourage the callers to come to the SASO 
office for counselling and further 
assistance. 


Organisation 

SASO has about 100 members, 30 of 
whom work full-time, in different parts of 
Manipur. A managing commitee of 11 
members handles the day-to-day activities 
of the organisation. With funding from the 
Indian Council for Medical Research 
(ICMR) and OXFAM, volunteers have 
been trained to discuss HIV/AIDS and to 
provide basic nursing care for people with 
AIDS. 

Inside the isolation ward of the 
Jawaharlal Nehru Hospital in Imphal, 
SASO volunteers counsel patients with 
HIV infection and help the nursing staff 
to look after them. Once the patients are 
discharged, volunteers visit them at home 
every week. “At times we pay for the 
medicines, X-rays or blood tests they need, 
if the family is too poor,” says Umesh 


Sharma. “But we are facing the problem of 
growing numbers of people with AIDS who 
need to be cared for in their own homes, but 
are too poor to afford the costs.” 

To look after people with AIDS, SASO 
seeks the help of government doctors as 
well as some private practitioners. In 
1994, the organisation became a partner 
NGO in the Continuum of Care Project. 
This initiative is a joint effort by WHO, 
the National AIDS Control Organization, 
local hospitals and NGOs, to develop a 
care and support system spanning health 
care networks, homes and the community. 

Within a short time, SASO has shown 
that it is possible for people with HIV from 
stigmatised communities to initiate and 
Sustain activities to help themselves and 
others like them. In addition, by reaching 
out to the general population, they are 
helping to reduce the stigma attached to 
HIV and AIDS. They are thereby helping 
to create a social environment in which 
all sections of society are mobilised to 
respond to the HIV epidemic in a spirit of 
mutual solidarity, rather than with ill- 
informed panic, blame and fear. 


10. The Mother Saradadevi Social Service 
Society, Oddanchatram, Tamil Nadu 


As day breaks over the town of Palani, 
near Madurai, hundreds of pilgrims throng 
the hilltop temple of Lord Muruga, the 
town’s presiding deity. One of the most 
popular pilgrimage centres in the State of 
Tamil Nadu, Palani is a mixture of the old 
and the new. In response to the burgeoning 
influx of pilgrims, a bewildering variety 
of shops, hotels, garishly painted lodges 
and tourist cottages has sprung up around 
the ancient temple. 

At the same time, as in many other 
temple towns, prostitution in Palani has 
boomed. Although prostitution is 
officially illegal in Tamil Nadu, women 
from the vicinity come into the town to 
sell sex in the evenings. To escape the 
vigilance of the local police, they do their 
business in places that are deserted at 
night. 

The number of people in Palani infected 
with HIV is unknown. However, as a 
temple town and the centre of a huge 
vegetable producing area, Palani is a 
crossroads for many thousands of temple 
visitors, truckers, traders and agricultural 
labourers. HIV is certain to be present and 
likely to be spreading rapidly within the 
population. 

“We heard that hospitals in the towns 
of Madurai and Dindigul were seeing 
increasing numbers of people with HIV 
infection and AIDS,” says Prasanna Raja, 
secretary of the Mother Saradadevi Social 
Service Society in Oddanchatram, a small 
town an hour’s drive from Palani. “We 
realized that we had to do something 
amongst the communities we were 
working with. What we had imagined as 
a problem of Madras had actually arrived 
at our own doorstep.” 

Founded by Prasanna and her husband 
Raja in 1988, the Society is named after 
the wife of the well-known Hindu spiritual 
leader, Ramakrishna Paramahamsa, who 


attracted a large following in the early part 
of the twentieth century. Saradadevi was 
a leader in her own right, who carried out 
progressive work in promoting women’s 
education and the rights of widows. The 
Society works on a range of health, 
environment and economic development 
programmes for women of different 
religious faiths. 


The AIDS project 

The Society’s AIDS project started 
simultaneously in Palani and the village 
of Porulur 90 kilometers away, in January 
1994. Its objectives were defined as: 


1. To increase the level of information 
about STD/HIV/AIDS among women 
in prostitution as well as women living 
in the slums. 


2. To increase the women’s knowledge 
about safer sex. 


3. To increase the women’s utilization of 
condoms. 


4. To heighten the women’s consciousness 
regarding their health. 


5. To provide the women with STD/HIV/ 
AIDS prevention and support services, 
such as STD treatment facilities. 


The project is co-ordinated by Prasanna 
and Raja, and employs two counsellors, 
who are professional nurses. A group of 
twenty ‘animators’, mostly women, 
complete the team. “All the animators 
have completed primary school,” says 
Prasanna, “and because all are married, 
they are less inhibited about discussing 
STDs and HIV. Also, they have greater 
credibility. People accept information on 
sexual matters from married men and 
women more than from single young 
people, whom they find easy to dismiss.” 
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Beginnings 
The two coordinators began by training 
the animators in ways of communicating 
information about HIV/AIDS and STDs. 
The week-long training course also 
included discussions that helped the 
animators to improve their understanding 
of their own sexual behaviour, their 
attitudes to sex, and the special problems 
women face in relation to exercising 
influence over sexuality and reproduction. 
The coordinators also stressed the need to 
maintain a non-judgemental attitude while 
working with women in prostitution. 
The coordinators began by identifying 
low-income women, especially women 
who spent at least part of the year in 
prostitution, establishing a good rapport 
with them and befriending some who 
became ‘key’ informants. The animators 
visited the women every day to understand 
the types and extent of risky sexual 
behaviour that were prevalent, as well as 
existing beliefs and attitudes to HIV/ 
AIDS. Simultaneously, they tried to 
understand the ways in which the women 
were vulnerable to STDs including HIV. 
The animators learned that many of the 
women from both rural and urban areas 
had more than one sexual partner. Many 
also had sexually transmitted diseases. 
A considerable number sold sex because 
of poverty. Most of the women who 
sold sex were ‘family women’: they lived 
with their families and sold sex without 
the knowledge of other family members, 
in order to supplement the family’s 
meagre income. Wives were often the tar- 
get of physical and sexual abuse by 
their husbands, many of whom also had sex 
with other women, including sex workers. 
Although the animators were initially 
met with suspicion, their non-judgemental 
attitudes to the women’s sexual lifestyles, 
coupled with their persistence, eventually 
paid off. In addition, many of the women 
were already familiar with the work of the 
Society, whose income-generating 
schemes and other programmes for 


women had won it considerable respect in 
the area. 

At weekly staff meetings, the animators 
exchanged their experiences, documenting 
their progress by recording the numbers 
of women they had met and the STD cases 
they had found. Using locally available 
materials such as tamarind seeds, flowers 
or food grains, each animator kept a visual 
record of the women they talked with and 
the STD cases they encountered. 

The animators then explained their 
work during the previous week, including 
the problems they faced. Other animators 
then asked questions and the group tned 
to search for possible solutions. This 
overcame the problem of transferring 
‘solutions’ provided by superiors directly 
to the field, which is fairly common with 
many NGOs. It also gave the animators 
more confidence in their own capacity to 
recognise and solve problems in 
implementation. 

After some initial reticence, the 
animators became more comfortable about 
discussing sexual activities that promoted 
the spread of HIV. They also found it 
easier to share ideas about how both men 
and women could change their behaviour 
to protect one another from HIV and other 
STDs. “We found the staff gaining in 
confidence,” says Raja. “They valued 
their work and became increasingly 
sensitive and responsive to the problems 
of the women. This inspired them to 
overcome these problems in a spirit of 
healthy competition.” 


Women’s groups and PRA 

The Society’s main operational strategy is 
the formation of women’s groups, which 
enable women to work together in order 
to have more say in the decisions affecting 
their lives: 

“The formation of women’s groups is 
the basis of our work,” says Raja. 
“Implementing a project without this 
element would be like setting a boat on 
the river without oars.” 
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Within the first six months of the 
project, 50 women’s groups — each with 
20 to 25 members — were formed. Each 
group now meets regularly to discuss 
problems related to health, income, 
children, sexuality, and the attitudes and 
sexual behaviour of their husbands and 
other sexual partners. 

In helping women’s groups to get 
started, the Society has found the 
Participatory Rural Appraisal (PRA) 
approach extremely useful. PRA is a way 
of enabling communities themselves to 
define, evaluate and influence their 
economic, environmental, health and 
educational status. To do so, it employs 
techniques which display information 
visually. “We extended this tried and 
tested approach to our AIDS work and it 
has been very effective,” says Prasanna. 


The following PRA exercises have been 
particularly useful: 


EXERCISE 1: ‘MAPPING’ 

This exercise helped the women to 
understand what facilities were available 
in their area, and also helped to motivate 
women to form their own groups. The 
women drew a map of their town or village 
on the ground with a stick or with 
powdered chalk, and then added features 
such as schools, temples, houses, hospitals 
and water pumps. Using neem or tamarind 
seeds, they then counted the number of 
men, women and children in their area and 
described the work done by each. 

The exercise also enabled the Society 
to identify women in prostitution, and to 
verify their findings by cross-checking 
with key members of the community. 


Mapping: women gain a better understanding of local facilities by drawing a map 
of their town or village. 


EXERCISE 2: ‘SEASONAL ANALYSIS’ 
This exercise helped the women 
understand how seasonal variations in 
their income affect their sexual 
vulnerability. In urban areas, during the 
festival months, a major share of the 
women’s income comes from selling 
fruits, flowers, pictures and pooja 
articles to pilgrims. Between festivals, 
many women sell sex to maintain their 
income. 

In rural areas, women earn enough 
during the months when there is plenty of 
work for both men and women in the 
fields. During the dry months from April 
to September, however, there is little 
agricultural work available locally, so the 
men migrate to the adjoining State of 
Kerala, where extra labour is required in 
the fields. The women are left behind in 
the villages, and many sell sex to sustain 
the household until September. “This 
analysis greatly helped us anticipate and 
plan for STD treatment and condom 
distribution according to the seasons,” 
says Sathyabhama, an animator. 


EXERCISE 3: ‘TREND CHANGE’ 
In this exercise, the women analysed the 
changes they had experienced in their lives 
regarding work, illness, family planning, 
child bearing and sexual relationships. 
The exercise was conducted in small 
groups of two to three participants to en- 
courage the free exchange of information 
related to sex. These laid the foundation 
for one-to-one discussions between ani- 
mators and women in prostitution. 
Through the exercise, the women 
realized the underlying reasons for the 
spread of STDs and HIV, including the 
impact of male sexual behaviour, the 
influence of cinema, and the role played 
by modern transport facilities. 
Importantly, they also understood that 
preventing an HIV epidemic would require 


the cooperation of the entire community, 
particularly of the men. 

This prompted many women to try to 
discuss HIV, AIDS and STDs with their 
husbands and other sexual partners, and to 
obtain treatment for their STDs. Many also 
began to try to persuade their husbands and 
other sexual partners to use condoms. 


EXERCISE 4: ‘TIMELINE’ 

The aim of this exercise was to help the 
women and the Society workers to 
understand the history of their village or 
town, their religion, their festivals, their 
customs and beliefs. The process was 
useful in understanding the relationships 
between prostitution and caste, religion 
and local politics. The exercise led to 
much discussion that cleared up some 
misunderstandings about women in 
prostitution, and also helped to promote 
caring attitudes and better self-esteem 
among the participants. 


EXERCISE 5: ‘WELL-BEING OR 
WEALTH RANKING’ 

In this exercise, the women fixed the 
criteria for rich, middle class and poor 
families, and divided themselves into these 
groups. It was found that amongst the 
poorer families, there were more women 
who turned to selling sex, and Society 
staff decided to spend extra time with 
these women. STDs were also found to 
be the highest amongst these women 
and their husbands. The exercise also 
helped the Society to offer the most 
vulnerable women opportunities and 
training for other means of income 
generation (see p. 41). 


EXERCISE 6 : ‘VENN DIAGRAM’* 

This exercise was used to understand the 
women’s relationships with agencies such 
as the police and health facilities. The 
women discussed police harassment, and 


, Venn diagrams (sometimes known as “chapati diagrams”) enable people to discuss the influences of 
different organisations on their lives, by drawing circles of various sizes'*. 
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their reluctance to seek STD treatment at 
government-run Primary Health Centres, 
Where the staff often subjected them to 
ridicule and humiliation. This prompted 
the Society to intensify the STD services 
provided by its own health centre, and to 
send one of its nurses to help part-time at 
the STD clinic of the Palani Government 
Hospital. 


EXERCISE 7: ‘MATRIX’ 

The decision-making matrix exercise 
helped the women as well as the staff of 
the Society to identify the decision-makers 
within the women’s families and why. The 


exercise also helped the women to discuss 
inequalities in their sexual relationships 
with men, and to explore ways of 
persuading their sexual partners to seek 
STD treatment, if necessary, and to use 
condoms regularly. 

The PRA approach enabled the 
women — none of whom are able to read 
and write — to understand their economic, 
social and physical vulnerability to HIV 
and AIDS within about six months. The 
exercises had a profound impact on the 
women’s attitudes towards themselves: 

“When they realised that STDs did not 
originate in their bodies, but were given 


Shenbagam 


Shenbagam is a mother of two. She 
and her family live in a crowded 
tenement in one of Palani’s numerous 
slums. Her husband, Muthu, works 
as an-— auto- 
rickshaw driver. 

After suffering 
frequently from 
genital irritation 
and discharge, she 
learnt from one 
of the Society's 
animators that 


what she had was Yi “4 ‘( 
Pint 


called an STD. A 


She also learnt 


about HIV and AIDS, and knows that 
she is extremely vulnerable to infec- 
tion because of her husband’s sexual 
behaviour. 

Shenbagam feels that she must 
have got the STD from her husband, 
who spends a lot of money on sex with 


different women every month. She 
also knows that he makes extra 
money booking clients for sex 
workers, but is unable to argue with 
him about these matters. 

Fearing that Muthu would suspect 
her of having an affair with someone 


else, Shenbagam did not dare tell him 
that she was suffering from an STD. 
However, she decided to get 
treatment, without his knowledge, at 
the Society’s 
clinic, where the 
nurse also gave 
her condoms. 
When Shenba- 
gam first showed 
Muthu a condom 
and told him how 
it could protect 
them both from 
AIDS, he beat her 
up. Shenbagam 
told an animator from the Society 
about the problem. The animator then 
arranged a slide show on AIDS for 
the men in the neighbourhood and 
persuaded Muthu to attend it. 

The slide show was followed by a 
discussion, which made Muthu 
examine his own sexual behaviour. 
He now discusses AIDS with his 
friends, and has begun to use 
condoms whenever he visits sex 
workers. “It took a while to convince 
him,” says Shenbagam, “but things 
have changed for the better.” 


to them by their husbands or clients, they 
realised there was no need to feel guilty 
or ashamed,” says Raja. “They gained con- 
fidence when they learnt that STDs could 
be easily and inexpensively cured, or — 
better still — prevented by using condoms. 
Many had never seen a condom before.” 


Reaching out 

Using the PRA approach, the Society 
identified neighbourhoods where the men 
needed to to be sensitised to HIV and 
AIDS. The staff frequently visited these 
neigh-bourhoods, holding video shows of 
popular films to attact crowds. They 
then talked about HIV and AIDS, and 
distributed pamphlets and condoms. 
Members of the women’s groups reported 
that these meetings were helping to make 
local men aware of the dangers of risky 
sexual behaviour, and of the need to use 


condoms to protect themselves, their 
wives and other sexual partners. 

Home visits by the animators and 
counsellors have also helped to motivate 
women who are not group members to 
seek treatment for their STDs. The 
Society’s workers also explain how 
condoms can prevent STDs and stress 
their importance in protecting people from 
HIV infection. Using a banana as a model, 
the animators demonstrate how condoms 
should be worn. “Some of the women 
attempt the demonstration themselves,” 
says Usharani, an animator. “The 250 
women in prostitution here in the town 
take roughly 25 to 30 condoms each a 
week. The members of the rural groups 
take about 10 to 15 condoms each every 
week from us, but still shy away from 
talking about condoms in the group 
meetings.” 


Condom demonstration: staff use a banana to show how a condom should be used. 
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The number of condoms distributed 
each month is rising steadily. After a year 
of the project, women involved in 
prostitution began coming to the 
animators’ homes to pick up condoms 
whenever needed. A women’s group in 
one area also took a joint decision to 
follow a ‘no condom — no sex’ policy with 
their clients. 

With funding from the South India 
AIDS Action Programme, the Society has 
also established a truckers project at the 
Oddanchatram Check Post, which serves 
Gandhi Market, famous for its vegetables 
and butter. Truck drivers now pick up 
nearly 1,000 condoms each month from 
the iron pots strategically placed in the 
area’s petrol stations. In addition, an ani- 
mator from the Society meets with groups 
of truck drivers early each evening to talk 
about STDs, HIV/AIDS and condom use. 
Using a banana, he demonstrates how to use 
condoms; he also distributes condoms and 
replenishes the supplies in the iron pots. 

It is not yet possible to identify people 
with HIV and AIDS in Palani Taluk (sub- 
district), but it is only a matter of time 
before the burden of sick and dying people 
begins to make its presence felt. Plans 
are underway to provide home- and 
community-based counselling, as well as 
care and support for women with HIV and 
their children in Oddanchatram. 


Defusing problems 

At first the project encountered great 
resistance from local political leaders, who 
thought the Society was encouraging the 
formation of women’s groups in order to 
weaken the influence of the political 
parties. The problem was overcome when 
the project staff met with local political 
leaders to explain their plans and to seek 
their cooperation. 

Initial reluctance on the part of the 
animators to talk about specific sexual 
matters had to be overcome through 
special training sessions. In some cases 
meetings with their parents or husbands 


were also necessary. The animators also had 
to put up with taunts from men in the areas 
where they worked, who nicknamed them 
‘balloon sellers’ because they regularly 
distributed condoms. To deal with this 
problem, the Society obtained the 
cooperation of the police, and also intro- 
duced uniforms and identity cards for the 
animators to make their work more official. 


Beginnings of change 

The Society also helps women to 
overcome their vulnerability to social and 
economic exploitation by helping them to 
increase their income. In collaboration 
with the State government, the Society has 
distributed 35,000 fruit tree seedlings to 
women farmers, and has enabled 45 
women to be trained as radio, television 
and computer mechanics. The Society 
also gave vocational training to 20 women 
sex workers who wanted to give up the 
profession. These women now do 
tailoring, manufacture leather goods and 
make knitware garments for export in the 
nearby town of Thirupur. 

The members of the women’s groups 
have recently begun to reach out to others 
like themselves, to make one another 
aware of the sexual risks to which they 
are exposed, to have their STDs treated, 
and to persuade their husbands and other 
sexual partners to use condoms. The 
Society’s goal is for the 50 womens’ 
groups that have been formed to be 
registered as societies in their own right, 
which will qualify them for government 
funding. Each member currently 
contributes 10 rupees every month to her 
group. If a group collects 15,000 rupees, 
the State Government will provide a 
matching grant. This will enable the 
members jointly to begin small income 
generation activities such as poultry 
farming: 

“Money will help to bond them 
together,” says Prasanna, “and in the long 
run it will also make them self-sufficient 
and less vulnerable to HIV.” 
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11. Learning from Experience 


AIDS is a preventable medical condition. 
People can protect themselves against 
HIV, the virus which causes AIDS, through 
behaviour which eliminates or minimises 
the risk of HIV transmission. In essence, 
this behaviour can be summarised as 
follows: 


e Sexual transmission of HIV can be 
prevented in a number of ways: by 
abstaining completely from sex, by 
mutual fidelity between uninfected 
partners, by non-penetrative sex, or by 
the use of a condom with every act of 
sexual intercourse. It can also be greatly 
reduced through the prompt, effective 
treatment of other STDs, which greatly 
increase the likelihood of HIV 
transmission occurring”. 


e HIV transmission through drug use can 
be prevented by not injecting drugs, by 
not sharing drug-injecting equipment 
with others, or by thoroughly dis- 
infecting equipment before re-use. 


e HIV transmission within medical 
institutions can be avoided by the 
screening of all blood products used in 
transfusions, by restricting blood 
transfusions to essential cases only, and 
by universal infection control measures. 
These measures include, for example, 
the use of latex gloves, washing the 
hands before and after caring for a 
patient, and the safe disposal of needles 
and syringes”. 


There is no doubt that appropriate 
information about how to avoid HIV, a 
reliable supply of good quality condoms 
(free or at low cost), accessible STD 
treatment services, and safe alternatives 
to shared drug-injecting equipment are 
extremely important in any HIV 
prevention strategy. 

_ But the mere availability of appropriate 
information and services does not 
necessarily mean that people will use 


them. Until people feel the desire to 
protect themselves and those they love 
from AIDS, and at the same time feel 
empowered to change their behaviour, 
simply providing information and services 
will make little difference to the spread of 
HIV. For people trapped in economic, 
social or sexual relationships over which 
they have no control, the mere availability 
of, for example, free condoms may be 
totally irrelevant. 


A new social climate 

For NGOs, the key questions are how they 
can help to generate the individual and 
collective will for behaviour change, and 
also help to empower individuals and 
communities so they can overcome the 
social, economic and cultural factors 
which prevent such behaviour change. 

The organisations described in this book 
are addressing these questions by helping 
to create a social climate in which safe (or 
safer) behaviour is encouraged and 
supported, and unsafe behaviour is 
discouraged. To achieve these goals, they 
are going beyond the provision of 
information and services, and working 
with communities to change existing 
attitudes, values and the ways in which 
relationships in society are structured. 

It is well recognised that disadvantaged 
and marginalised groups are most 
vulnerable to HIV. Women, who are 
biologically more vulnerable to HIV than 
men, are also less able to protect 
themselves from the virus by, for example, 
insisting on condom use or refusing to 
have sex with their husbands or other 
partners. Many millions of Indian women 
are therefore at high risk of becoming 
infected with HIV through their husbands, 
who are likely to have other sexual 
partners while working away from home. 

Many Indian NGOs are skilled at 
reaching and supporting disadvantaged 
groups, providing them with information 


their well-being — skills that are essential in HIV and AIDS prevention. 


and services, and also helping them to 
organise themselves to express their needs, 
insist on their rights and improve their 
general well-being. These skills can also 
be used to help empower disadvantaged 
groups — especially low-income women, 
migrant workers, refugees, injecting drug 
users, sex workers and HIV-positive 
people — to organise themselves, improve 
their economic position, and protect 
themselves more effectively against HIV. 
AIDS programmes of this kind are not 
a diversion from more urgent health or 
development problems. On the contrary, 
they are a positive contribution to devel- 
opment, by helping to empower the poor 
and the disadvantaged with at least some 
of the information, skills, services, self- 
confidence and bargaining power they need 
to take greater control of their own lives. 


NGO activities 

India’s many NGOs vary enormously in 
their purposes, objectives, size, strategies, 
geographical scope and areas of activity. 


The types of activities which they can 
organise in support of HIV/AIDS awareness 
and prevention are also many and varied: 


¢ Women’s organisations can provide 
primary health care services (including 
STD treatment and the supply of 
condoms); run income generation and 
vocational training programmes; set up 
savings and loan schemes; campaign 
against the physical and sexual abuse 
of women; and help to establish and 
sustain local women’s groups to 
promote the concerns and rights of their 
members. 


© Legal aid agencies can use the existing 
legal system to defend the basic human 
rights of people with HIV and their 
families, while also working for 
changes in legislation (e.g. the repeal 
of laws which criminalise homo- 
sexuality) in order to promote HIV 
prevention and outlaw discrimination 
against HIV-positive people (e.g. within 
the workplace). 


¢ Development organisations can 
provide a wide range of health, social 
and educational services; set up 
employment and income generating 
schemes; campaign against the 
stigmatisation of people with HIV; and 
help local people resist activities (such 
as the destruction of forests) which 
result in marginalised groups (such as 
tribal people) losing their main source 
of income, and having to migrate to 
urban areas or turn to prostitution in 
order to survive. 


Intermediary or support organisations 
can carry out training, research, 
advocacy, documentation, information 
dissemination and networking for 
NGOs carrying out HIV and AIDS 
awareness, prevention and care at 
community level. 


Hospitals and health centres can ensure 
that all their services involve the 
absolute minimum of risk of 
transmitting HIV to patients and staff. 
They can also provide confidential, 
voluntary HIV counselling and testing; 
train their own staff to treat HIV- 
positive patients without dis- 
crimination; disseminate information 
about HIV and AIDS to patients and 
members of the community; provide 
patients with prompt treatment for STDs 
and HIV-related illnesses; and train 
family members to care for people with 
AIDS within the home. 


Trade unions (not, strictly speaking, 
NGOs but similar to them in many 
ways) can train peer group educators 
from among their own members: 
campaign for medical confidentiality, 
job security and non-discrimination 
against HIV-positive people at the 
workplace; lobby for a reliable supply 
of free (or low cost) condoms at the 
workplace; and organise workshops and 
training sessions on HIV/AIDS. 
sexuality and the workplace. 


e Professional 


groups such = as 
associations of teachers, employers, 
health professionals, lawyers, film 
makers and journalists can draw up 
codes of professional conduct for their 
members; they can also organise 
workshops and seminars to develop 
practical activities in support of HIV/ 
AIDS awareness, prevention, care and 
support, both within their workplaces 
and in the wider society. 


Community-based organisations such 
as lok samitis (people’s committees), 
associations of stigmatised people 
(such as sex workers, homosexuals 
and injecting drug users), and groups 
of disadvantaged people (such as 
scheduled tribes and castes) can 
collaborate with other NGOs to inform 
their members about HIV and AIDS; 
lobby the government for services such 
as STD treatment and access to 
condoms; resist physical and sexual 
abuse of women; campaign for respect 
and acceptance of their members; and 
combat economic exploitation by, for 
example, campaigning for the payment 
of minimum wages to both women and 
men, and the observance of traditional 
land rights. 


Social welfare agencies can provide 
economic and social support to 
marginalised groups such as refugees, 
old people who have lost their relatives, 
injecting drug users, and children 
orphaned by AIDS. 


Support groups can enable people with 
HIV to provide one another with 
emotional, social and practical support: 
to help educate the general public about 
HIV and AIDS; to campaign (e.g. 
through the mass media) against the 
stigmatisation of people with HIV: and 
to lobby political leaders for legislative 
changes in order to remove 
discrimination against HIV-positive 
people. 
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of people with HIV. 


People with HIV 

Experience in many other countries has 
shown that people living with HIV are 
potentially society’s most effective AIDS 
campaigners, educators, counsellors and 
care-givers. Even without publicly 
declaring their HIV-positive status, they 
can contribute their uniquely valuable 
insights to AIDS prevention programmes, 
and to self-help care and support groups. 
If they feel able to declare their HIV- 
positive status openly, the impact of their 
work can be even greater. However, 
‘coming out’ in this way is not a decision 
to be taken lightly: the consequences can 
be serious, not just for the person 
concerned but also for his or her family, 
neighbours, workmates and friends. 

As in most other countries, some people 
living with HIV in India have begun to 
organise themselves into support groups. 
The first such group — the Association for 
People Living with AIDS and HIV 


Volunteers in Ahmedabad campaign on World AIDS Day against the stigmatisation 


Infection — was started in Pune in August 
1992. The Association provides its 
members with group therapy and legal 
advice, and members visit one another at 
home in the event of illness. It also 
operates a telephone help line, and carries 
out networking among similar support 
groups in India and abroad. 

Support groups of this kind in India still 
suffer from financial constraints and 
managerial problems. To some extent this 
is because of a reluctance of donor 
agencies to fund care and support work. 
The basic problem, however, is the stigma 
attached to AIDS and the discrimination 
to which people with HIV are subjected. 
Most people in India who know 
themselves to be HIV-positive are 
reluctant to join a support organisation 
because they are afraid this will result in 
their HIV-positive status becoming 
known. They thus remain cut off from the 
information, care, counselling and support 
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Shekhar 


A 32 year-old man from Madras, 
Shekhar has known he is HIV-positive 
since 1993: 


“| was just another young man with 


a future to dream 
about. | was doing 
business and was 
well settled. But 
my family wanted 
me to get married 
and they chose a 
girl. A friend of 
mine told me about 
AIDS, but as | was 
a homosexual | 
had never had sex 
with a prostitute so | thought | couldn't 
get infected. But he told me thatAIDS 
also spreads through sex between 
men. So | went to hospital for the test. 
| was never given any counselling, and 
after a week they just handed me the 
result — | was HIV-positive. 

“At first | thought | was going to die 
that night, or in a week at most. | 
wanted to commit suicide. | didn’t 
know how to face my parents, but | 
decided to go and tell my whole family. 
They all started crying, and my 
brothers threw me out of the house 
because they were afraid of being 
infected through me. My grandmother 
took me in, and for three months | was 
given food through a window. 

“Then a friend heard about me and 
informed his office, the Community 
AIDS Network (CAN). A counsellor 
visited my parents and explained how 
| could continue to live within the 
family. They accepted me again, and 
| started having hope again. | started 
going to CAN as a volunteer, and then 
joined the project as an outreach 
worker. | started going to the cruising 
places for men who have sex with 
men, and talking about STDs, AIDS 


and the need for condoms with anal 
Sex. 

“At first people did not believe me. 
They wouldn't even believe | was HIV- 
positive. So | 
started talking on 
the radio and tele- 
vision, and also to 
newspapers. The 
result was elec- 
trifying. Suddenly 
people realised 
that AIDS was not 
something distant, 
but was amongst 
them. | think | was 
the first homosexual in the country to 
publicly declare myself HIV-positive. 

“But some people were angry, 
especially the a// (transsexuals) and 
men who sell sex to other men — they 
were losing clients because of me. But 
things died down. People started 
asking me questions about STDs and 
AIDS, condoms, and HIV testing. | 
started doing counselling at HIV 
testing centres, where | met more 
people with HIV, and we decided to 
form a support group called Anbu 
Alayam (‘Temple of Love’). We 
support one another, and we also work 
for HIV prevention, especially by 
persuading people who test HIV- 
positive not to spread the virus 
deliberately out of a sense of revenge. 

“My family has been ostracized 
because of me, but what does that 
matter compared with all those who 
will be saved from AIDS because I've 
come out into the open? I’ve received 
letters from many people who say that 
my life has been a lesson for them. 
That's what gives me the courage to 
go on. | am living my life positively 
and | will continue to contribute my bit 


in this struggle against AIDS.” 


they need, and may be more likely to 
continue practising high-risk behaviour. In 
India, as in other countries, HIV 
prevention therefore needs to include 
combatting stigma and discrimination. 


Getting started 

When starting a new programme or 
activity, NGOs need.to have a clear 
understanding of the purpose and 
objectives of their work and the strategies 
needed to achieve these. In some of the 
programmes described in this book, it was 
necessary first to convince a sceptical 
board of trustees of the importance of 
starting HIV/AIDS work. 

In most cases the programme leaders 
began by sensitising their own staff to the 
social and development implications of the 
epidemic. This was not always easy: some 
staff members were initially unconvinced 
of the importance of HIV/AIDS as a health 
and development issue in India; others 
were reluctant to discuss sensitive issues 
such as sexual behaviour, or nervous about 
distributing condoms and demonstrating 
their use in public. Some were also uneasy 
about working with stigmatised groups 
such as women in _ prostitution, 
homosexual men and injecting drug users. 
Their attitudes changed, however, as they 
learned more through special workshops, 
training sessions, role plays, participatory 
exercises, videos and the sharing of 
personal experiences. 

At community level, staff faced the 
problem of how to convince people of 
the need for behaviour change, given that 
— with the exception of Manipur State — 
AIDS in India is still a virtually invisible 
epidemic. Some have overcome this 
problem by focusing on the widespread 
and readily acknowledged problem of 
STDs: any form of safe or safer sexual 
behaviour (abstinence, mutual fidelity, 
condom use, non-penetrative sex) that 
affords protection against STDs is also an 
effective form of HIV prevention. 

Others have used ‘respectable’ topics 


such as family planning or gynaecological 
problems as starting points for discussions 
about sexuality and safer sexual behaviour. 
Where community workers felt reluctant 
to distribute condoms, other arrangements 
were made: for example, installing 
condom dispensers or iron pots at dhabbas 
and health centres, or promoting links with 
health centres that have a reliable supply 
of condoms. 

Some organisations have held open 
discussions within women’s groups on 
crisis situations such as rape, in order to 
discuss sexuality and devise strategies 
through which women can protect 
themselves from sexual abuse and 
infection. Some NGO staff and 
community volunteers have also written 
and performed plays that explore social 
and sexual relationships, injecting a note 
of humour to break down audience 
resistance to becoming involved. 

A particularly effective strategy has 
been the use by women’s groups of 
participatory rural appraisal exercises to 
help members understand their social, 
sexual and economic situation, so that they 
can develop their own strategies and 
activities for changing their lives and 
protecting their health. 


Broadening the front 
All the programmes described in this book 
are new, and are growing and changing in 
response to new situations and needs. 
None would claim to have developed a 
perfect strategy; instead, they welcome 
suggestions about how to make their 
efforts more effective. A remarkable 
common feature of these programmes is 
the way in which NGO staff members 
readily admit to having experienced 
‘personal growth’, in other words, a 
marked development of their own 
understanding of sexuality and human 
behaviour. 

As is the case with most pioneering 
efforts, all these programmes are in need 
of a more systematic approach to planning, 


Women’s organisations and other community groups can broaden the front 
against HIV and AIDS by helping poor and disadvantaged people gain some control 
over their lives. 


monitoring and evaluation. They have 
already succeeded, however, in at least 
three important ways: 


* They have shown how to reach and 
Support sections of the population — 
such as women in prostitution and 
injecting drug users — who ‘fall between 
the cracks’ of official AIDS prog- 
rammes because they are stigmatised or 
living on the margins of ‘normal’ 
society and the legal system. 


* They have illustrated how community- 
based organisations, such as women’s 
groups, can help economically and 
socially disadvantaged people gain 
greater control over their lives, and so 
protect their health and well-being. 


e They have demonstrated that NGOs 
working in such diverse fields as legal 
aid, rural development and women’s 
health have a common interest in the 
HIV epidemic as a development issue. 
Not only have they broadened the front 
against the epidemic, but they have 
shown how HIV/AIDS programmes can 
promote development by enabling the 
poor and disadvantaged to gain some 
control of at least some important 
aspects of their lives. 


In the future, broadening the front 
against HIV and underdevelopment in 
India will mean more new partnerships, 
unlikely alliances, and mutual support 
among a wide variety of NGOs, 
community groups and other sections of 
society. It will mean learning from the 
experiences of others, sharing information 
and expertise, and replicating successful 
strategies or adapting them to local 
conditions. It will also mean the 
involvement of sections of society that are 
not directly health-related: businesses, 


government departments, religious 
leaders, artists, entertainers and — most 
importantly — political leaders. 

The HIV epidemic will exact a terrible 
toll of pain, suffering and grief on 
individuals, families and communities — 
not only in India, but throughout the whole 
of the human family worldwide. But there 
is no cause for resignation, defeatism or 
despair. Unlike other major diseases, the 
HIV epidemic offers a unique opportunity 
for positive social change. As the 
examples in this book demonstrate, the 
epidemic is teaching us new lessons about 
sexual behaviour, gender relations, human 


rights, individual and _ collective 
responsibility, and community 
involvement in health care and 


development. It is also helping to build 
bridges and forge alliances between the 
health professions and many different 
groups, organisations and institutions 
outside the health sector. 

When the historians of the 21st century 
analyse the HIV epidemic, they may well 
conclude that — paradoxically — HIV has 
helped to make human society more open 
and honest about sexuality, more 
responsible about sexual attitudes and 
behaviour, more tolerant of social 
differences and sexual orientation, and less 
exploitative of women and other 
disadvantaged groups. Whether these 
conclusions can be drawn at some time in 
the future will depend, however, on the 
human response to the HIV epidemic now 
— in short, on the extent to which stigma, 
fear, blame and defeatism are replaced by 
acceptance, caring, solidarity and hope. 

“T look at life as an opportunity,” says 
Shekhar, an HIV-positive man from 
Madras, “an opportunity to leave the world 
a better place than when I came into it. 
AIDS is not going to steal that opportunity 
away from me.” 


GLOSSARY 


Abstinence: going without something, e.g. sex or alcohol. 


AIDS: acquired immune deficiency syndrome. AIDS is the late stage of HIV (see 
below) infection, and is characterised by signs of severe immune deficiency (see below). 


Epidemic: an outbreak of disease which spreads rapidly within a community or region. 


GNP (gross national product): annual total value of goods produced and services 
provided by a country. 


High-risk sexual behaviour: vaginal, anal, or oral sex without the use of a condom, 
unless both partners are known to be mutually faithful and uninfected. 


HIV: human immunodeficiency virus, the virus which attacks the immune system and 
also leads to AIDS. 


HIV/AIDS counselling: a helping relationship between the client (or patient) and 
the counsellor, with the aims of: (a) providing psycho-social support to persons already 
infected with HIV, and (b) preventing further transmission of HIV infection. The 
counsellor seeks to help people with HIV/AIDS make informed decisions about their 
lives, enhance their self-confidence, and improve the quality of their family and 
community relationships. 


HIV-positive: a person is described as ‘HIV-positive’ when a blood (or saliva) test 
identifies antibodies to HIV, indicating that he or she is infected with the virus. 


Immune system: the body’s defence system, which protects against viruses, bacteria, 
fungi, parasites and other organisms. 


Immune deficiency: a weakening of the body’s immune system. 


Non-penetrative sex: sexual behaviour in which the penis does not enter the vagina, 
the anus, or the mouth (e.g. dry kissing, cuddling, carressing, or massaging). 


Safer sexual behaviour: any form of sexual behaviour which minimizes the risk of 
HIV transmission. The safest is sex between partners who are mutually faithful and 
known to be uninfected, and non-penetrative forms of sexual behaviour (see above). 
The correct use of condoms with every act of sexual intercourse provides a very high 
degree of protection against HIV infection and other sexually transmitted infections. 


Sexually transmitted diseases (STDs): diseases transmitted through sexual 
activity, of which the most common in India are gonorrhoea, syphilis and chancroid. 


Transsexual: a person having the physical characteristics of one sex and the 
psychological characteristics of the other. 
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ADDITIONAL RESOURCES 


HUMAN RESOURCES 


The following organisations, which are featured in this book, may be able to provide 


others with information, advice or training: 


Lawyers’ Collective, 4th Floor, Jalaram 
Jyothi, 63 Ghogha Street (Janmabhoomi 
Marg), Bombay - 400 001, Maharashtra. 
Contact person: Anand Grover. 


Mahila Sarvangeen Utkarsh Mandal 
(MASUM), 11 Archana 163, Solapur Road, 
Hadapsar, Pune - 411 028, Maharashtra. 
Contact person: Manisha Gupte. 


Mother Saradadevi Social Service 
Society, P.O. Box 5, 115 Gandhinagar, 
Oddanchatram - 624 619, Dindigul Anna 
District, Tamil Nadu. Contact persons: 
Mr S.V. Raja/Mrs M. Prasanna. 


SAHARA, E-453 Greater Kailash Il, New 
Delhi - 110 048. Contact person: Neville 
Selhore. 


Seva Mandir, Fateh Pura, Udaipur - 313 
001. Contact persons: Mr Ajay S. Mehta/ 
Dr G.C. Lodha. 


SHARAN, T-3, Green Park (Main 
Market), New Delhi - 110 016. Contact 
persons: Jimmy Dorabjee/Luke Samson. 


Social Awareness Service Organisation, 
Lalambung Makhon/R.M.C. Road, 
Imphal - 795 001, Manipur. Contact 
person: Mr N. Bomi Singh. 


The NGO AIDS Cell at the All India Institute of Medical Sciences in Delhi can provide 
training, advice, information and learning materials to Indian NGOs involved in HIV/ 
AIDS-related work. Please write to: The Coordinator, NGO AIDS Cell, AITMS, Ansari 


Nagar, New Delhi - 110 029. 


JOURNALS AND NEWSLETTERS 


1. AIDS Action. Free to readers in 
developing countries. Available from: 
AHRTAG, 29-35 Farringdon Road, 
London ECI1M 3JB, U.K. 


2. AIDS Analysis Asia. Editorial and 
administration office: Suite 71, Ludgate 
House, 107-111 Fleet Street, London 
EC4A 2AB, U.K. 


3. AIDS Captions, published three times 
a year by Family Health International/ 
AIDSCAP. Available free from: FHI. 


2101 Wilson Boulevard, Suite 700, 
Arlington, Virginia 22201, USA. 


4. AIDS Health Promotion Exchange. 
Free to readers in developing countries. 
Editorial and subscriptions office: 
Department of Information and 
Documentation, Royal Tropical Institute, 
Mauritskade 63, 1092 AD Amsterdam, 
The Netherlands. 


5. AIDS India, newsletter of the National 
AIDS Control Organization (NACO), 


Government of India. Available free from 
NACO, Indian Red Cross Society Building, 
| Red Cross Road, New Delhi - 110.001, India. 


6. AIDS is our Problem (in 6 parts). 
Available at £6 from: Arid Lands 
Information Network, Casier Postal 3, 
Dakar-Fann, Senegal. 


7. AIDS Newsletter. Editorial office: 
CAB International, Bureau of Hygiene and 
Tropical Diseases, 56 Queen’s Gate, 
London SW7 5JR, U.K. Subscriptions 
office: CAB International, Wallingford 
OX10 8DE, U.K. 


8. Nexus. A journal published in India by 
Population Services International, 
focussing on maternal, child and 
reproductive health issues, and sex, 
sexuality, STDs and AIDS. Available free 
from: P.O. Box 7360, E-18A, East of 
Kailash, New Delhi - 110 065, India. 


9. PLA Notes No. 23: Participatory 
Approaches to HIV/AIDS Programmes: 
Semi-Special Issue, June 1995. Available 
free to readers in developing countries from 
the International Institute for Environment 
and Development, 3 Endsleigh Street, 
London WC1H ODD, U.K. 
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STUDY GUIDE 


Topics for Reflection & Discussion 
by Sue Holden 


We hope this Study Guide will help you and your organisation to discuss and develop 
the ideas for action described in this book, and to adapt them for use in the 
communities where you work. HIV and AIDS are not issues for ‘experts’ only; we 
can all become involved. 


The Guide can be used by individual readers or in a group. If you plan to use it with 
a group, we recommend that you use a workshop format rather than a lecture, 
because it is likely to be more participatory and effective. Different methods to use 
include: small group discussions, brainstorming sessions, debates or mock trials, 
role plays and individual work. 


The Guide is divided into five sections from which you can pick those topics most 
appropriate to your organisation. Each section would probably form one workshop 
session, and you might need to adapt the questions and the approach to your own 
circumstances. 


When running a workshop, the facilitator should allow participants to reach their 
own conclusions (rather than impose his or her own opinions) and encourage 
everyone to take part; no one should dominate. If appropriate, give men and women 
the opportunity to discuss issues in single-sex groups. You can use games and 
refreshments to help break up the work and stop people becoming tired. 


MOTIVATION 


1. Both Seva Mandir and SHARAN found that some of their staff were sceptical 
about the need to begin AIDS work, mainly because there were few visible cases 
of HIV infection or AIDS in the communities where they work. 


* What is the situation in your organisation? Is there a need for you to become 
involved in HIV/AIDS work? 


* What strategies could you use to motivate doubtful staff in your organisation? 


* Could any of the staff of your organisation be vulnerable to HIV infection? If 
they are, what could your organisation do to help reduce their vulnerability? 


2. Ask participants to close their eyes and to imagine that they are looking ten 
years into the future at a ‘worst case’ scenario for the HIV epidemic in a community 
where your organisation works. Try and set the scene. Say, for example, that many 
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adults have died of AIDS or are too sick to work, and many more are infected 
with HIV but have not yet developedAIDS. Describe how old people are struggling 
to raise their orphaned grandchildren, while other young orphans are living on 
their own. People are accused of being infected with HIV; many are rejected by 
friends, family and neighbours, and are discriminated against by employers. In 
an atmosphere of distrust and despair, many people are pessimistic about the 
future and have little interest in trying to improve their lives. 


¢ In small groups, discuss how you felt when you imagined this ‘worst case’ 
scenario. 


¢ In such a situation, what would be the most urgent needs of the communities 
concerned? How could your organisation respond to these needs? 


¢ What could your organisation do now to try and prevent such a situation from 
developing? What would be the advantages of acting now, rather than waiting 
until the problem is visible? 


* How could you help such communities prepare to cope with an AIDS epidemic? 


DISCRIMINATION 


The work of the Lawyers’ Collective shows us the vital contribution that legal 
professionals can make to confronting discrimination against people with HIV. But 


those of us who are not legally trained can also help to address this important 
issue. 


1. Imagine someone you know is rumoured to be HIV-positive. In small groups, 
discuss: 


(a) how people in general would probably respond 
(b) how you personally would feel, and how you would relate to the person 


(c) how you would wish to be treated if you were the one thought to be 
HIV-positive 


(d) how you could contribute to overcoming the stigma attached to being 
HIV-positive, and help support the person concerned. 


2. MASUM uses lobbying and advocacy to defend women’s basic human rights, for 


example, by protesting against rape and demanding better pay for women farm 
labourers. 


* How are these activities connected with HIV and AIDS? 


* Think of human rights abuses and discrimination occurring in your area. Do 
they make people more vulnerable to HIV infection? Do they make people 
less able to cope with the consequences of HIV and AIDS? 


* In what ways does your organisation use lobbying and advocacy as tools for 
social change? What are your areas of influence, and with whom do you 
collaborate? What other potential allies might lend their Support to your cause? 


STRATEGIES 


The NGOs featured in this book use a variety of strategies in their work. Just four 
are raised here. 


1. Page 28 describes SHARAN ’s strategy of harm minimisation, helping drug users 
to move away from injecting to taking an oral substitute. Their ideal (which is 
sometimes achieved) is for users to give up drugs altogether, but their compromise 
is more easily attainable and is effective in reducing drug users’ vulnerability to 
HIV infection. 


For each of the following problems, consider your ideal outcome, and then devise 
a compromise strategy which, though less than perfect, would be more easily 
achieved: 


(a) alcohol abuse and addiction 
(b) selling sex due to poverty 
(c) men having unprotected sex with partners other than their wives 


(d) women having unprotected sex with partners other than their husbands. 


2. As some of the programmes described in this book demonstrate, community 
members may not always be interested in HIV/AIDS programmes, particularly 
when there are few visible cases of HIV infection or AIDS in the area. One 
strategy adopted by the NGOs concerned is to address other health and 
development issues which are of immediate interest to community members, 
and which will indirectly help address HIV and AIDS. 


* Quickly brainstorm the problems faced by the communities where you work. 
Then, for each problem, discuss if it is related — directly or indirectly — to 
vulnerability to HIV infection. You may be surprised at how many development 
problems have a bearing on people’s vulnerability to HIV and AIDS. 


* Which issues is your organisation involved in (or might you become involved in) 
that are linked to HIV and AIDS? How might your organisation work more 
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directly on HIV/AIDS-related issues? What would be the possible benefits of 
doing so, and what problems might arise? 


3. Gender issues stem from social and cultural distinctions made between the roles 
and rights of men and women. MASUM’s work focuses on addressing gender 
discrimination by empowering women, for example, encouraging them to be 
assertive in negotiating safer sexual behaviour and in resisting exploitation and 
abuse. 


* What do you think of this strategy? What are its potential benefits? What 
problems might it entail? 


e« How do men respond to such work? How can they be encouraged to support 
the empowerment of women? 


e Have a debate on the statement: “Gender issues are understood and duly 
acknowledged in the work of our organisation”. How could staff members learn 
more about gender issues and their relevance to the communities where you 
work? 


4. The issue of how to include HIV/AIDS work within an organisation’s structure is 
an important one. Sometimes a separate AIDS programme is established, but 
this makes it difficult to integrate the work with other sectors. Seva Mandir, by 
contrast, created some contact teams with special responsibility for the AIDS 
programme, as well as training a// its staff in the basic facts about HIV and AIDS. 


For your organisation, consider first the likely benefits, and then the problems, of 
integrating HIV and AIDS work across all activities from the perspective of: 


(a) the staff 
(b) the communities where you work 


(c) the organisation of your programmes. 


PERSONAL STORIES 


Real life Stories can be powerful tools in learning about HIV and AIDS. For the 
following discussions based on individuals’ stories in this book, the relevant page 
could be photocopied and distributed or read out loud. For greater effect, someone 
could act the role of the person, telling the story as if it were their own. 

1. Kanniram (page 24) 


* What seems encouraging about the situation? 


* What problems remain? 


Kanniram knows the basic facts about HIV andAIDS and has access to condoms, 
yet he could still become infected with HIV. 


* Why does he think he is protected from HIV? Why is he not protected? 
* What does this story suggest about the limitations of education campaigns? 
Kanniram helps promote the use of condoms, yet he does not use them himself. 


Often, NGO workers also tell people to do something, but then don’t do it 
themselves. 


* What are the dangers of not practising what we preach? 


* How can we support one other in following our own advice? 


2. Shenbagam (page 39) 


Shenbagam is faithful to her husband, yet she is vulnerable to HIV infection. 
* Why? What stops her from acting to protect herself? 


* List the ways in which the Mother Saradadevi Social Service Society helped 
Shenbagam, and consider other forms of support which might be offered to: (a) 
women like Shenbagam and (b) men like Muthu. 


3. Lokendro (page 32) 
* What risks did Lokendro take by becoming involved in SASO? 
* What has he gained from being a member of the group? 


* SASO was founded by a group of people who previously were involved in injecting 
drug use. What advantages are there in people with first-hand experience of a 
shared problem coming together in this way? 


* How can people with HIV become involved in HIV andAIDS work, either through 
their own support groups or through other organisations? 


* How could your organisation help people with HIV to form and manage their 
own support groups? 


4. Personal stories gathered from your own region might be even more effective in 
portraying the reality of HIV infection and AIDS as experienced by individuals. 
You and your colleagues could research some personal stories providing, of 
course, that you have the consent of the individuals concerned and that you can 
guarantee confidentiality. You would learn from the experience and (with 
permission from the people concerned), you could use the stories in training or 
awareness-raising activities. 


BROADENING THE FRONT 


Usually, when we think about AIDS, we think first of informing people about 
facts of HIV transmission and how to avoid infection, But as the personal 
and the NGO experiences in this book demonstrate, More than education is 
On page 42 the authors conclude: 


“the mere availadty of appropiate Informadon ant SerVIOeS GOSS NOX 
mean that peanle will use them. Und! peaple fee! the desire f protect 
and those Mey love fram AIDS. and at the same tyne feel empowered & ohang 
their behaviour, Simply providing mormation and services will make Ave aifFerenc 
to the spread of HIV." 


* Consider the quotation adove. How valid is t? Can you think of examples wher 
a lack of desire, or disempowerment, prevents people from changing the 
behaviour? Which factor seems more significant? What are the impiioations : 
the statement for HIV/AIDS programmes? 


e For behaviour change of any Kind, a person needs to want to change and hay 
the skits and ability to do so. Think of a time when you have thought that yx 
ought to change a habit but have not done so. What prevented you? Think of : 
occasion when you have managed to break a habit or behave differently, He 
did you succeed? 


Pages 43-24 list a wide variety of ways in which different types of NGOs migh 
address the many problems and challenges thrown up by HIV andAlDS. Please 
refer back to these ideas, and to the specific examples described in this DOOk 
especially if you are feeling frustrated by the apparently slow pace of behaviou 
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You may also wish to exchange experiences with other 
organisations involved in HIV and AIDS work. If so, please write | 
The Health Unit, ACTIONAID-India, No. 3 Rest House Road, 
P.O. Box 5406, Bangalore - 560 001, India. Fax: 91 80 5586284. 


SS a 


REFERENCES 


1. National AIDS Control Organization 
Country Scenario. An Update, October 
1995, Ministry of Health & Family 
Welfare, Government of India. 


2. Ibid. 

3, Burton Anthony, Thierry E. Mertens and 
Shiv Lal, “Estimation of Adult HIV 
Prevalence as of the end of 1994 in India”, 


Indian Journal of Public Health, Vo! 
gunix, No.3, July-Sept 1995, pp 79-85 


4, National AIDS Control Organization, 
Country Scenario. An Update, September 
1994, Ministry of Health and Family 
Welfare, Government of India. 


5. WHO Fact Sheet No. 93, October 1995 


6. R. Oostvogels, “Assessment study of 
Commercial Sex Workers, Clients, Brokers”, 
Madras, unpublished study, 1992. 


7, Sunithi Solomon, personal com- 
munication. 


6. JJ. Rodrigues et al, “Risk factors for 
HIV infection in people attending clinics 
for sexually transmitted diseases in 
India”, British Medical Journal, July 1995. 


9. Ashok Row Kavi, personal com- 
munication, May 1995. 


10. Swarup Sarkar, “HIV due to injecting 

& use — a special focus in India’, 
unpublished report, ICMR AIDS Unit, 
May 1995. 


Il. G.V. Bhimani GV and LS. Gilada, 
“HIV prevalence in people with no fixed 

— a study of blood donorship pat- 
terms and risk determinants”, Abstract # 


MoC 0093, Vill International Conference 
on AIDS, Amsterdam, July 1992 


12. National AIDS Control Organization, 
Op. Cit. 


13. M. K. Vasundhra, “AIDS related 
knowledge and attitude of medical 
students and in-service doctors”, Indian 
Council for Medical Research, CARC 
Calling, 1993 


14. Dr B. Sengupta, consultant, NACO, per- 
sonal communication, 12 November 1995. 


15. W.H. Bickel et al, A clinical trial with 
Buprenorphine, Clinical Pharmacology 
and Therapeutics, 1988, 43:72-7%; 

M. Reisinger, “Buprenorphine as new 
treatment for heroin dependence”, 
Drug and Alcohol Dependence, 1985, 
35:502-5 16; 


T.R. Kostera, “Buprenorphine detox- 
ification from opium dependence: a pilot 
study”, Life Sciences, 1988, 42:635-641. 


16. Swarup Sarkar, op. cit. 
17. Ibid. 


18. See also: Jules N. Pretty et al., Parti- 
cipatory Learning & Action. A Trainer's 
Guide, WED, London, 1995, pp. 242-243. 


19. Heiner Grosskurth et al., “Impact of 
improved treatment of sexually 
transmitted diseases on HIV infection in 
rural Tanzania”. The Lancet, vol. 346, 26 
August 1995, pp. 530-536. 


20. Mike Bailey, “Skin protection”, AIDS 
Action, Issue 19, December 1992 


Dee 


THE STRATEGIES FOR HOPE SERIES 


BOOKLETS 


FROM FEAR TO HOPE: AIDS Care 
and Prevention at Chikankata 
Hospital, Zambia — A rural hospital's 
home-based care programme for 
people with HIV/AIDS. 


LIVING POSITIVELY WITH AIDS: The 
AIDS Support Organisation (TASO), 
Uganda — How TASO provides care, 
counselling and support for people 
with AIDS and their families. 


AIDS MANAGEMENT: AN 
INTEGRATED APPROACH - The 
organisation and management of a 
comprehensive AIDS control and 
prevention programme by a rural 
hospital in Zambia. 


MEETING AIDS WITH COMPASSION: 
AIDS Care and Prevention in 
Agomanya, Ghana — The work of a 
maternity clinic in AIDS prevention, 
and home-based care and support for 
people with AIDS. 


AIDS ORPHANS: A Community 
Perspective from Tanzania — The 
impact of AIDS on the family system 
in rural Tanzania, and community 
coping mechanisms. 


THE CARING COMMUNITY: Coping 
with AIDS in urban Uganda — How 
members of a church in Kampala 
provide care, support and comfort to 
people with AIDS, and also promote 
safer sexual behaviour. 


ALL AGAINST AIDS: The Copperbelt 
Health Education Project, Zambia — 
The first four years of an AIDS 
prevention project in Zambia’s 
Copperbelt. 


WORK AGAINST AIDS: Workplace- 
based AIDS Initiatives in Zimbabwe 
— Successful workplace-based AIDS 
programmes in urban and rural 
areas of Zimbabwe. 


CANDLES OF HOPE: The AIDS 
Programme of the Thai Red Cross 
Society — How the Thai Red Cross 
provides information, care and 
support to people with HIV andAIDS. 


FILLING THE GAPS: Care and 
Support for People with HIV/AIDS 
in Céte d’lvoire — Institutional and 
community-based initiatives for 
coping with HIV and AIDS in Céte 
d'Ivoire. 


BROADENING THE FRONT: NGO 
Responses to HIV and AIDS in India 
— Innovative responses to India's HIV 
epidemic by local development 
agencies, women's organisations. 
community groups and human rights 
organisations. 


VIDEO 


THE ORPHAN GENERATION (50 
minutes): A video about community- 
based care and support for children 
orphaned by AIDS. Includes a 10- 
minute programme “These are our 
Children”. 


TRAINING PACKAGE 


STEPPING STONES - A 240-page 
training manual and a 70-minute 
workshop video on HIV/AIDS, 
gender issues, communication and 
relationship skills. 


SL 


PN 


i ORDER FORM Wi, 
copies of No. 1 FROM FEAR T0 HOPE g, : 5 


2 LIVING POSITIVELY WITH AIDS “4op 
3 AIDS MANAGEMENT: AN INTEGRATED APPROACH 

copies of No. 4 MEETING AIDS WITH COMPASSION 

copies of No.5 AIDS ORPHANS 
6 
7 
8 


copies of No. 


copies of No. 


THE CARING COMMUNITY 
ALL AGAINST AIDS 

copies of No. 8 WORK AGAINST AIDS 
copies of No.9 CANDLES OF HOPE 
copies of No.10 FILLING THE GAPS 
copies of No.11 BROADENING THE FRONT 


Prices (including postage & packing worldwide): Booklets 1-7 
Booklets 8,1 


copies of No. 


copies of No. 


eo £2.00 per copy 
0,11: £2.75 per copy 


PAYMENT: 
RR ®| enclose £ 


(Please make cheques and money 
orders payable to TALC.) Of: 


gL | SB: oo ae 
® Please charge to my card: 


(Please do not abbreviate.) MASTE RCAR D/V ISA 


SU MMMMEOBCRS so cocincasug dees teasci+s-+sa-s ented 
Super Cie 8 Sane 


BCMIGUULC: ..cccsteabeeieeaktcaccesuas ascends 


SPECIAL OFFER: Limited quantities of some STRATEGIES FOR HOPE books are 
available free of charge to organisations in developing countries that are unable to 
purchase them in foreign currency. These requests will be considered as long as stocks 
are available. 


Please send this form, together with payment where applicable, to: 
TALC, P.O. Box 49, St Albans, Herts AL1 5TX, U.K. 

For free copies of Book 11 only, organisations in India should send this form to: 

ACTIONAID-India, S-136 Greater Kailash, Part Il, New Delhi - 110 048. 


The HIV epidemic presents a major challenge to 
governments, health services and communities in 
many developing countries. 


STRATEGIES FOR HOPE aims to promote informed, 
positive thinking and practical action, by all sections of 
society, in dealing with HIV and AIDS. 


Non-governmental organisations have a front-line role 
to play in responses to the HIV epidemic. In some 
developing countries, NGOs have already developed new, 
community-based forms of care, counselling and support 
for people with HIV and their families. NGOs are also 
involved in educating communities about HIV and AIDS. 


STRATEGIES FOR HOPE describes some of these 
pioneering experiences in a series of case study booklets 
and video programmes. These materials are produced 
and distributed with the support of the Overseas 
Development Administration (UK), the British Council, 
the Norwegian Agency for Development Cooperation, 
the United Nations Development Programme and the 
World Health Organization, in cooperation with national 
AIDS control programmes. 


Series Editor: Glen Williams 
Medical Advisor: Dr Nigel Padfield 


THE AUTHORS 


Dr Jaya Shreedhar is a Madras-based physician who 
writes about the HIV epidemic for Indian and international 
publications. She also works as a consultant on HIV/AIDS 
for governmental and non-governmental organisations. 


Dr Anthony Colaco, formerly Head of ACTIONAID-India's 
Health Unit, now works in Bangalore as an independent 
public health consultant for ACTIONAID and other NGOs. 


ISBN 1 872502 32 6 


